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SECTION ONE: PROFESSIONAL AUDIT
PERSONAL STUDY PROGRAMME
Doctor of Psychology (Psych D) in Clinical Psychology: Conversion Programme
Name: Abigail Z. Herbert
Date of Registration: January 1995
Registration Number: 3416763
1. Overall Aims and Objectives 
Prime aim:
To attain greater professional competence on order to enhance the contribution of 
clinical psychology to health care.
Prime objective:
To produce a portfolio of study, practice and research that will demonstrate increased 
competence in each of these three areas.
2. Academic
2.1. Aims:
To enhance my academic competence in two specialist areas of clinical psychology 
so as to develop the services offered by my department and the profession.
To update my academic knowledge in order to support my clinical and professional 
work with adults with learning disabilities.
To develop my ability to evaluate critically theory and research.
2.2. Objectives:
To complete two critical reviews in specialist areas.
To acquire specialist knowledge about:
- the impact of Normalisation on Learning Disability Services, and
- the impact of Movement Disorder theory on our understanding of Autism.
2.3. Rationale:
The principle of Normalisation has provided a framework for the development of 
community services for people with learning disabilities. As a Clinical Psychologist 
working with this client group, it is important that I have a good understanding of this 
principle. My first critical review will look at the development of the Normalisation 
principle, and its influence on Learning Disability Services.
A substantial proportion of my clinical work in Learning Disability Services is with 
people with autistic features. The theory of autism is currently an active and 
controversial area. My second critical review will evaluate a recent theory, which 
presents autism as a movement disorder.
2.4. Plan:
Critical review one - An evaluation of the principle of Normalisation and its impact 
on Learning Disability Services.
Critical review two - Movement Disorder: A new theory of Autism ?
3. Clinical
3.1. Aims:
To increase my professional and clinical competence, and to develop and support the 
services offered by my department.
To satisfy the BPS requirements for Chartered status.
3.2. Objectives:
To present a dossier of clinical activity that will make evident my increased 
professional competence.
To complete the University of Surrey / SWTRHA MSc in Clinical Psychology Third 
Year of Training Plan.
To complete the prerequisite of Chartering ‘BPS Evaluation of Clinical Competence’.
3.3. Rationale:
Having completed a two year Clinical Psychology MSc in September 1993 I was 
employed as a ‘pre-registration’ Clinical Psychologist between October 1993 and 
October 1994, while undertaking a third year of training coordinated by the University 
of Surrey. My clinical dossier contains a description and an evaluation of the training 
programme that I undertook during this third year.
3.4. Plan:
To agree my Third Year of Training Plan with the Clinical Tutor at the University of 
Surrey.
To secure weekly supervision with a Chartered Clinical Psychologist.
To complete the ‘BPS Evaluation of Clinical Competence’ form with my supervisor. 
To apply for Chartered status.
4. Research
4.1. Aims:
To increase my research competence so as to increase the knowledge available to my 
department.
To develop the services offered by the Learning Disability Service in which I work.
4.2. Objectives:
To develop a research dossier which will make evident my increased research 
competence, and present a contribution to knowledge.
To evaluate the response of a local Learning Disability Service to clients when they 
present with HIV risk sexual behaviour.
To enable the Learning Disability Service to provide a more consistent and considered 
response to HIV risk sexual behaviour.
4.3. Rationale;
The integration of people with learning disabilities into their local communities has 
broadened individuaTs social networks and, as a result, their risk of exposure to HIV 
infection. Responding to the risk of HIV has presented a new challenge to Learning 
Disability Services. This study will look at the current response of a local Learning 
Disability Service to clients’ HIV risk sexual behaviour, to see how far the Service 
has progressed with this challenge.
4.4. Plan:
Twenty members of professional staff from a Learning Disability Service will be 
recruited to the study. These staff will be presented with hypothetical case examples, 
each describing a client’s HIV risk sexual behaviour. The staff will be asked to assess 
the risks present in the case examples, and decide how the Service should respond. 
Their responses will be recorded using a series of increasingly structured questions, 
presented in the form of a questionnaire.
5. Portfolio Outline
The portfolio will contain an academic, clinical and research dossier. The portfolio 
as a whole will consider the philosophy and practice of a Learning Disability Service.
SECTION ONE: PROFESSIONAL AUDIT
Personal Study Programme.
An Account of Continuing Professional Development undertaken during the course 
of the Psych D.
SECTION TWO: ACADEMIC AUDIT
Critical review one - An evaluation of the Normalisation principle and its impact on 
Learning Disability Services.
Critical review two - Movement Disorder: A new theory of Autism ?
SECTION THREE: CLINICAL AUDIT
The University of Surrey / SWTRHA Msc in Clinical Psychology Third Year of 
Training Plan.
The prerequisite of Chartering ‘BPS Evaluation of Clinical Competence’ form.
The BPS Certificate of Chartered Status.
SECTION FOUR: RESEARCH AUDIT 
Psych D Research:
The Response of a Learning Disability Service to 
Clients’ HIV Risk Sexual Behaviour
MSc Research:
The Repetitive Activities of Adults with Learning 
Disabilities: Staff Perceptions of Function
AN ACCOUNT OF CONTINUING PROFESSIONAL DEVELOPMENT 
UNDERTAKEN IN THE COURSE OF THE PSYCH D
The Psych D in Clinical Psychology conversion programme has enabled me to 
increase my professional competence in the areas of academic study, clinical practice 
and research. It has helped me to consolidate and develop the knowledge and skills 
I acquired during my Clinical Psychology MSc.
The academic component of the course has developed my work with adults with 
learning disabilities. Two critical reviews of the literature have increased my 
knowledge of the Normalisation principle, and of autism. A better understanding of 
the Normalisation principle has enabled me to predict and influence decisions and 
developments in the Learning Disability Service within which I work. The second 
critical review has allowed me to update my knowledge on the theories of autism. I 
have been able to use my understanding of the theoretical developments in autism to 
inform both my clinical work and that of other members of my department.
The third year of training programme has enabled me to develop my clinical skills. 
I have increased the range of client groups with whom I have worked. During my 
third year of training, in addition to my work with adults with learning disabilities, 
I have worked with children with developmental delay and adults in primary care. I 
have undertaken supervised clinical work using systemic and psychodynamic models 
of therapy for the first time.
During the conversion programme I have continued to work primarily with learning 
disabled adults. I have developed expertise in working with this client group in the 
areas of sexuality and abuse. In addition I have continued to work with adults in 
primary care and have begun working with adults with severe mental health problems, 
thus extending the range of my clinical experience.
I have applied the research component of the course to my work with learning 
disabled adults. The research study I have carried out has increased my understanding 
of staff attitudes to clients’ sexuality and risk behaviour. This has enabled me to 
inform clinical practice in the Learning Disability Service within which I work.
The training events that I have attended during the Psych D have supported the 
academic and research components of the course and have informed my clinical work.
In conclusion, the Psych D in Clinical Psychology conversion programme has 
provided me with the opportunity to develop my knowledge and skills in academic 
study, clinical practice and research methods. The course has been stimulating and a 
challenge. Completing the Psych D has confirmed my enthusiasm for my profession.
Training events undertaken in the course of Psych D Conversion Programme
tJanuary 1995 - June 1997):
1. Wolf Wolfensberger - ‘Idiots’, ‘races’ and the early practices of putting unusual, 
often ‘primitive’ people on show. Richmond Joint Service.
2. John Clements - Understanding Autism. MEN A.
3. Anne Donnellan and Martha Leary - Movement differences in autism. BILD.
4. Paul Cambridge - HIV and People with Learning Disabilities. South East Thames 
Learning Disabilities SIG.
5. Evanthia Lyons - Workshop on qualitative methods. University of Surrey.
6. Gary LaVigna - Behavioural approaches to difficult behaviour. I ABA.
7. Steve Morris - Working with people with learning disabilities who have been 
sexually abused. RESPOND.
8. Tamsin Cottis - Working with people with learning disabilities who have been 
sexually abused and are non-verbal. RESPOND.
9. Chris Brewin and Ian Robbins - Recovered memory / Treatment approaches to 
trauma. South Thames CDP.
10. Max Birchwood - Early intervention in psychosis. NSF.
11. Till Wykes - Psychological approaches to schizophrenia. RTR.
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12. Richard Hallam - Schema focused cognitive therapy. South Thames CPD.
13. Roger Squier - Brief focal psychotherapy. South Thames CPD.
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SECTION TWO: ACADEMIC AUDIT
12
CRITICAL REVIEW ONE:
An Evaluation of the Principle of Normalisation 
and its Impact on Learning Disability Services
13
The principle of Normalisation has provided a framework for the development of services for 
people with learning disabilities as they move from long stay hospitals to community homes. 
In the United Kingdom this reprovision of services has been driven by Community Care 
legislation. The principle of Normalisation, as conceptualised by the German-American Wolf 
Wolfensberger, can be described as the "use of culturally normative means (familiar, valued 
techniques, tools, methods), in order to enable persons life conditions (income, housing, 
health services,etc.) which are at least as good as that of ordinary citizens, and to as much 
as possible enhance or support their behavior, appearances, experiences, status and 
reputation" (Wolfensberger 1980a, p .80).
Normalisation emerged in the 1950s, at a time when there was no guiding philosophy for 
learning disability service development or delivery. In the 1970s and 1980s, the principle was 
adopted by service providers in many countries, and in the United Kingdom it influenced 
service provision to such an extent that the goals of Community Care came to match those 
of Normalisation. The principle can be applied to any Health Service or Social Service user 
group, but has been developed primarily for people with learning disabilities. This group has 
been referred to in the past as the mentally retarded or mentally handicapped.
The principle of Normalisation was a product of post world-war-II ideas and movements. 
Following the war, and the Nazi regime, there was international concern that the human 
rights of minority groups should be protected in the future. This ideal was enshrined in the 
Charter of the newly formed United Nations (1948) and in the Universal Declaration of 
Human Rights (1948), which states that "all human beings are bom free and equal in dignity 
and rights" (Article 1). The rights of people with learning disabilities were detailed in the 
Universal Declaration of General and Specific Rights of the Mentally Retarded (1971).
The concept of Normalisation originated in Denmark in the 1950s. Influenced by Neils Bank- 
Mikkelsen, the 1959 Danish Mental Retardation Act included a commitment "to create an 
existence for the mentally retarded as close to normal living conditions as possible" (Bank- 
Mikkelsen 1980, p.56). Bank-Mikkelsen’s aim was to ensure that people with learning 
disabilities enjoyed their rights to the same housing, education, working and leisure 
conditions, legal and human rights as non-disabled members of society.
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The impetus for Normalisation came from an understanding that the protectionist style of 
service prevalent at that time denied people these rights. Since the mid-nineteenth century 
people with learning disabilities had been housed in large institutions. The conflicting 
motivations behind this segregation were the protection of ‘vulnerable’ people with learning 
disabilities from society, and, as a result of the eugenics movement, the protection of society 
from ‘dangerous’ and ‘criminal’ people with learning disabilities (Whitehead 1992).
Influenced by Bank-Mikkelsen, the Swede, Bengt Nirje, conceptualised the Normalisation 
principle as "making available to all mentally retarded people the patterns of life and 
conditions of everyday living which are as close as possible to the regular circumstances and 
ways of life of society" (Nirje 1980, p.33). By ‘patterns of life’ Niije refers to the shape of 
the day, week or year (including work, holidays and social contact), and the shape of the life 
cycle (including leaving home, having children and retiring). Niije’s ‘conditions of living’ 
include housing, education, work and leisure conditions. He proposes that Normalisation will 
allow people to achieve their maximum level of independence and social integration. 
However, he maintains that for many people with learning disabilities some specialist services 
and segregation will be continue to be necessary.
The focus of the early Scandinavian formulations of Normalisation was on making the 
routines and conditions of people’s lives as close to those of the rest of society as possible 
so as to improve their quality of life.
In the 1970s, the North American, Wolf Wolfensberger developed the principle of 
Normalisation further. He stated that people with learning disabilities should not only have 
the same quality of life as the rest of society, but should also be valued as much as others. 
He laid a much greater emphasis on the means by which this should be achieved. This is 
apparent in his definition of Normalisation as the "utilization of means which are as culturally 
normative as possible, in order to establish, enable, or support behaviors, appearances and 
interpretations which are as culturally normative as possible" (Wolfensberger 1980a, p .80).
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In 1983 Wolfensberger reformulated the aims of Normalisation in terms of socially valued 
roles rather than culturally normative practices. He renamed the concept Social Role 
Valorisation (SRV) (Wolfensberger 1983,1984) in order to emphasise that the highest goal 
of Normalisation is "the creation, support and defense of valued social roles for people who 
are at risk of social devaluation" (Wolfensberger 1983, p.234). In the United Kingdom the 
principle continued to be known widely as Normalisation.
Having first presented his concept of Normalisation in his 1972 paper ‘The principle of 
Normalisation in Human Services’, Wolfensberger’s subsequent reformulations of 
Normalisation were developed through his design and use of evaluation materials used to 
assess the extent to which services implement the principles of Normalisation. The first of 
these was PASS, the ‘Program Analysis of Service Systems’ (Wolfensberger and Glenn 1973, 
1975) and then, having reconceptualised Normalisation as Social Role Valorisation, this 
evolved into PASSING, the ‘Program Analysis of Service Systems Implementation of 
Normalisation Goals’ (Wolfensberger and Thomas, 1983). The key mechanism for 
disseminating the principle of Normalisation has been participation in PASS or PASSING 
workshops.
In the United Kingdom during the 1980s information about Normalisation, as conceptualised 
by Wolfensberger, was distributed through networks of people involved in particular 
organisations; notably the Campaign for People with Mental Handicaps, the King’s Fund, the 
Association of Professions for people with a Mental Handicap and the British Institute of 
Mental Handicap. With the implementation of Community Care the influence of 
Normalisation in learning disability services increased rapidly during the 1980s.
Wolfensberger’s starting point was to view the learning-disabled as people with intrinsic value 
who have been devalued by society. Wolfensberger was greatly influenced by the sociology 
of deviance (Goffman, 1963) which informs the three key concepts behind Normalisation. 
The first is ‘societal devaluation’, which is the devaluation of an individual or group who are 
perceived by society to be of low value. These will be those who embody the opposite of 
what society values. In Western society, for example, this would be the poor, chronically 
sick, physically or learning impaired, old, unemployed, criminal, or members of ethnic.
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religious or other minorities. The devalued groups in society will often be treated in ways that 
both reflect and maintain their perceived low value. They may be segregated and receive poor 
quality housing, education, employment and health care.
The second concept is the ‘imposition of social roles’ on devalued people. Normalisation 
states that social roles can be positive or negative, selected or imposed. However devalued 
people will be given roles that confirm society’s acceptance of their low value. Wolfensberger 
describes the major negative roles of devalued people as those of the outsider, non-human 
(animal or vegetable), object of ridicule or pity, burden of charity, menace to society, eternal 
child or diseased organism.
His third concept is the ‘dynamic of role expectancy’. This explains how social roles interact 
with a person’s identity to result in their becoming valued or devalued. Wolfensberger’s 
thinking about social roles was influenced by the work of the sociologist Parsons (1951). 
Wolfensberger defines a social role as a socially expected pattern of behaviours, 
responsibilities, expectations and privileges. So, for example, the sick role allows the 
privilege of treatment and care by others, but carries with it the obligation of wanting to get 
well and accepting treatment to this end. Others will convey role expectancies to individuals 
through the social and/or physical environment and reinforce role consistent behaviour until 
the individual has internalised the role.
The goal of Normalisation is to break the cycle that traps people in devalued roles. In practice 
it involves creating and/or safeguarding valued roles for people who are devalued, or who 
are at risk of being devalued. Wolfensberger proposes "image and competency enhancement" 
(Wolfensberger 1991, p.34) as two major ways of enabling devalued people to select or be 
accorded valued social roles, such as employee, tenant, parent or citizen.
‘Image’ refers to the mental representations held by others about an individual or group as 
a result of their expectations and experiences of such people. ‘Image’ is communicated 
through people’s appearance, housing, relationships, activities, language of reference and 
media images. ‘Competency’ refers to behaviours and skills such as physical strength or 
reading ability. Wolfensberger notes a strong positive relationship between image and
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competency where increased competency improves image and vice versa. Wolfensberger 
(1991) talks about ‘relevance and potency’, in that only the most relevant goals should be 
selected and only the most potent means should be used to achieve them.
Wolfensberger (1991) summarises his theory and its implications in his seven ‘themes’ of 
Normalisation. The first is the role of the (un)conscious. Wolfensberger begins by proposing 
that we are largely unconscious about the extent to which people with learning disabilities are 
devalued and that it is necessary to make this process explicit. The second theme is that of 
social imagery. This is the recognition that negative imagery is historically associated with 
devalued people, for example, the image of an adult with learning disabilities as an eternal 
child.
The third theme is the mechanism of role expectancy, through which society imposes negative 
social roles on devalued people. Role expectancy is conveyed through a group’s social image. 
This is communicated through avenues such as housing, occupations and media portraits. 
Wolfensberger proposes that all these methods should be used to convey positive rather then 
negative role expectations.
The fourth theme is that of competency enhancement. Wolfensberger assumes a 
‘developmental model’ and therefore believes that everyone has the potential for growth and 
learning. This development is to be achieved primarily through modelling other peoples’ 
behaviours and characteristics. He claims that imitation is one of the most powerful learning 
mechanisms known. According to the fifth theme, the tendency to segregate and congregate 
devalued people has to be turned round if devalued people are to have the opportunity to 
imitate those who are valued in society. The sixth theme is that of social integration and 
participation. Normalisation requires that devalued people are, as much as possible, integrated 
into and dispersed within society. It is assumed that it will improve the social image of people 
with disabilities if they are associated with socially valued people, places and activities.
The final theme is the ‘conservatism corollary’, or the concept of ‘positive compensation for 
devalued status’. Wolfensberger proposes that the more devalued you are the greater the 
impact of any further devaluing characteristic. For example, playing with toy trains would
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damage the social identity of a man with learning disabilities more than that of a man without 
learning disabilities. The implication is that devalued individuals and groups must avoid 
further deviant associations more than other people need to. Devalued characteristics must be 
compensated for by pursuing what is highly valued rather than what is merely normal. For 
example, by providing taxis to transport people with learning disabilities rather than a minibus 
with ‘Services for the Disabled’ written on the side.
Wolfensberger’s principle of Normalisation begins by acknowledging the devalued status of 
people with learning disabilities. It seeks to improve their status by obscuring their devalued 
characteristics and focusing on their acquisition of valued characteristics.
When Wolfensberger formulated his principle of Normalisation the majority of people with 
learning disabilities lived in large institutions. An understanding of the lives of people with 
learning disabilities in terms of their being a devalued group provided the impetus for service 
development. Normalisation provided vision and optimism. People with learning disabilities 
would be integrated into, and accepted by, society. They would blend into their local 
communities. Normalisation appealed to service providers as it appeared to offer clear 
guidance and direction. Yet while it has been adopted by many service providers, in theory 
if not in practice. Normalisation has inspired very little critical debate.
This is due to the fact that the principle of Normalisation was developed by a very small and 
committed group of people led by Wolfensberger, who have closely controlled its 
dissemination in an attempt to retain its purity. This process of dissemination, through 
intensive workshops, has focused on the practical implementation of the principle and has not 
permitted the critical analysis of its underlying principles. This method of dissemination has 
led to accusations of indoctrination (Renshaw 1986). Jackson (1989, p.24) has compared the 
dissemination of Normalisation to the "propagation of an exclusive doctrine by a minority 
religious sect".
The dominant figure of Wolfensberger excites curiosity about his personal beliefs and 
motivations. Wolf Wolfensberger was bom 1934 in Germany and emigrated to the United 
States in 1950. He gained a PhD in Psychology, specialising in mental retardation, and since
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1973 has been a Professor of Education at the University of Syracuse, New York. Neither 
his writings nor those of his critics provide any further information about his background or 
his influences. It seems likely that his initial interest in improving the status and treatment of 
minorities was a result of his experience of the Nazi regime, although this is not explored in 
the literature. It appears paradoxical that a theory so closely connected with an individual is 
then presented as impersonal. This prevents access to the initial stages of his theorising which 
limits both understanding and criticism of the theory’s early development. It is also rather 
paradoxical that, whilst Wolfensberger challenges other people to examine their own attitudes 
to those devalued by society, he reveals nothing about the development of his own views.
However, Wolfensberger continues to ‘own’ Normalisation and see it as his responsibility to 
refute criticism and check any developments. Brown and Smith (1992) raise the question of 
what rights or responsibilities the originator of a piece of work or theory has over its 
subsequent use or abuse? Whilst Wolfensberger’s approach has succeeded in disseminating 
the principles of Normalisation widely, and in a pure form, it has stifled debate and hampered 
the development of the principle. Some people’s experience has been that staff are pressured 
to conform (Boucherat 1987) and that critics have been discredited (Mesibov 1990). The 
result has been a polarised debate for and against Normalisation, characterised by rhetoric 
rather than research.
The Normalisation principle claims to achieve socially valued roles for people using socially 
valued means. Their access to valued roles is through image and competency enhancement 
which is achieved through modelling the behaviour, skills and activities of ‘valued’ people 
in ‘valued’ environments.
The Normalisation principle has been criticised for being simplistic about the mechanisms 
through which people with learning disabilities can acquire a ‘valued’ image and range of 
competencies. Normalisation has been seen to suppress specialist services and interventions 
as they are logically contradictory to normative methods. This has caused particular conflict 
between proponents of Normalisation and those of applied behaviour analysis. Behaviour 
analysts have been described as ‘anti-Normalisation’ and accused of using dehumanising, 
repressive and unnecessary technology (Cohen 1985). Behaviourists have in turn been equally
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dismissive of Normalisation. Marchetti and Matson (1981, p.212) describe the practice of 
Normalisation as "basically...a community placement with a de-emphasis on formalised 
training".
Behaviour analysts, such as Throne (1975), have argued that normative procedures on their 
own will prevent the majority of people with learning disabilities from reaching their potential 
levels of functioning. In reply, Wolfensberger (1991) has claimed that, if Normalisation was 
properly implemented in human services, ‘technologies’ such as behaviour management or 
formal teaching would be unnecessary, as problematic behaviours would lessen and adaptive 
behaviours would be learnt through modelling other peoples’ behaviour in natural settings. 
The key question is whether the practice of Normalisation alone is sufficient to enhance the 
image and competencies of learning disabled people to a highly ‘valued’ level.
The implementation of Community Care legislation within a Normalisation framework has 
spawned many evaluations of the impact on the learning disabled of moving from institutions 
to new community services.
The majority of this research has looked at various quantitative measures of image and 
competency. While many of these studies have taken place in the United States there have 
been a number of British and Irish studies. Some have focused on changes in the ‘image’ of 
people with learning disabilities as a result of deinstitutionalisation. McConkey, Walsh and 
Mulcahy (1981), for example, looked at integration. They interviewed the parents or carers 
of the learning disabled adults living in a specified area of Dublin City, of whom 91% lived 
with families while 9% lived alone or in community residential services. McConkey et a l 
(1981) assessed how their leisure time was spent. They found that most of their leisure 
activities were both passive and solitary, such as watching television at home. Only one third 
of the sample took part in community based activities, such as going to pubs or clubs, and 
only one fifth spent time with non-disabled fiends. McConkey et a l  (1981) concluded that 
learning disabled adults were living a very sheltered life within the community and they 
speculated that this was due to a lack of skills and support, their parents’ caution and a lack 
of available activities. Dailey (1992) suggests that, instead of aiding community integration, 
dispersal may result in increased isolation due to a lack of relationships with people who
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share similar experiences.
Other studies have examined ‘competency’ and have measured adaptive and maladaptive 
behaviour. Checklists of adaptive behaviour have included self care, communication, social, 
vocational and community living skills, while checklists of maladaptive (i.e. problem) 
behaviour have included physical aggression, self-injuiy, screaming and wandering.
For example, a Welsh study by Lowe, DePaiva and Felce (1993) examined adaptive and 
maladaptive behaviour changes over a five year period following a move from institutions to 
small community homes. They noted significant and sustained improvements in the adaptive 
behaviour of those people in community homes as compared to those remaining in 
institutions. Maladaptive behaviours, however, did not decrease. Their finding requires 
further investigation as differences between community environments, different interpretations 
of ‘problem’ behaviour and the different demands and expectations of community homes will 
have influenced their findings.
In their conclusion, Lowe et al. (1993, p. 19) note that "there has been a hope that the 
provision of more normative, enriched community-based alternatives to unstimulating 
institutional environments will produce major changes in longstanding patterns of behaviour. 
This and previous research demonstrate that this hope must now be relinquished in favour of 
a revised prescription which combines provision of high-quality environments with intensive, 
individualised programming".
Wolfensberger has not supported the evaluation of community residences himself. He states 
that it is "a rather sad commentary that one would find it necessary to conduct a study on an 
aspect of living that is phenomenologically obvious to the non-devalued members of our 
culture" (Wolfensberger 1980b, p. 125). However, the research suggests that the provision 
of ordinary housing within the community is not always sufficient to significantly enhance 
the image and competence of people with learning disabilities. Additional individualised 
support services are often necessary for individuals to achieve specific goals.
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What the goals for individuals should be is a more fundamental question. Are ‘valued’ social 
roles, as defined by Normalisation, desired by people with learning disabilities?
Normalisation adopts a very narrow view of what is normal or ‘valued’. It is itself a product 
of white, male, heterosexual, urban, middle class North America, and this group’s values and 
morals are reflected in the Normalisation principle. As Whitehead (1992, p.57) writes 
"theories which assume that normative values are defined, accepted and appropriate are 
inherently conservative, and cannot explain or support variation or change". While 
Wolfensberger acknowledges that Normalisation is culture specific he ignores the fact that 
Western societies themselves contain disparate groups, each with their own evolving norms.
As Dailey (1992, p. 104) writes, "the essence..of Normalisation seems to be conformity". 
Normalisation works to promote uniformity through adherence to ‘valued’ characteristics. 
Wolfensberger (1980a, p.93) has argued that "for the largest number of devalued persons, 
the right not to be different....is actually a much more urgent issue than the right to be 
different".
The importance of conformity is evident in Wolfensberger’s restriction of individual choice 
to that which is highly socially valued. "The Normalisation principle demands that a person 
should be taught not merely to walk, but to walk with a normal gait; that he use normal 
movements and normal expressive behaviour patterns; that he dress like other persons of his 
age; and that his diet be such as to assume normal weight" (Wolfensberger 1972, p.33). The 
‘conservative corollary’ (Wolfensberger 1983) also stresses conformity when it requires that 
the most highly ‘valued’ option is repeatedly sought.
Wolfensberger’s emphasis on conformity requires that people with deviant characteristics, 
such as ethnic minority status or disabilities, are dispersed throughout society with the hope 
that their deviant characteristics, in a dilute form, will be less obvious. This involves a 
pretence that individuals do not belong to devalued groups, such as the learning disabled, and 
encourages them to ‘pass’ (Goffman 1963).
‘Passing’ means joining a new group on false pretences. It has been used to describe a
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homosexual passing as heterosexual, or a black person passing as white. Breakwell (1986) 
discusses these examples. She acknowledges that there are gains in terms of social approval 
and social status associated with passing but that there are also psychological costs. One is 
the necessity for ‘hyperaffiliation’ to the joined group. To be convincing an individual must 
reject their original group, including previous friends and associates. Having done this the 
individual is then left with the constant fear of exposure, which would result in their rejection 
from the desired group too.
Szivos (1992) discusses passing from the perspective of the learning disabled and suggests that 
the difficulty people with learning disabilities experience in their integration into mainstream 
society may be the result of a tension between ‘passing’ as normal and ‘coming out’ as 
learning disabled. ‘Passing’ requires people to conceal their disabilities and risk being 
exposed while ‘coming out’ requires that they acknowledge their disability and risk hostility.
One outcome of this tension is that some people will fall between learning disabled and non 
learning disabled groups and experience social isolation. Zetlin and Turner (1984) observed 
and interviewed people with mild learning disabilities who lived independently in the Los 
Angeles area, in order to assess their perceptions of their disabilities. They found that as 
people settled in to community living they compared themselves to non-disabled rather than 
disabled people and judged their self-worth in terms of symbols of ‘normal’ adult lifestyle, 
such as marriage, employment and housing. They found that friendships were difficult for 
many people with learning disabilities as they were rejected by non-disabled people and they 
themselves viewed other learning disabled people as inferior companions. One of their 
interviewees described being "in-between two worlds, that of the disabled and that of the 
normal, fitting into neither" (Zetlin and Turner 1984, p. 103).
Devalued people may isolate themselves in order to avoid possible rejection, pity or 
aggression from others, and constant reminders of their devalued status. As Breakwell (1986) 
notes, considerable protection against stress comes from a large network of social contacts. 
She suggests that this is because social contacts provide the opportunity for self-disclosure and 
positive feedback. Isolation, on the other hand, confirms stigma as it provides no opportunity 
to refute it.
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While ‘passing’ into mainstream culture is encouraged by Normalisation there is no evidence 
that this either works, or benefits people with learning disabilities. Normalisation traps people 
with learning disabilities by encouraging them to aim for a social identity that is valued by 
mainstream society while maintaining that this cannot genuinely be attained as society will 
never value a disability.
A number of social movements have emerged which have challenged the propensity for 
certain groups to be marginalised and devalued by society. The Black, gay and women’s 
movements are examples. These movements emphasise self-determinisation. They involve 
positively redefining a role for themselves in society, which explicitly acknowledges the 
nature of their ‘difference’. This contrasts with Normalisation which seeks to improve the 
status of devalued people by encouraging them to adopt the roles, culture and expectations 
of the dominant group.
The therapeutic benefits of such movements have been documented by Kravetz (1981) as a 
strong, positive group identity, reduced shame at group membership and positive labelling. 
Szivos (1992) suggests that the benefits for the learning disabled of self-determinisation may 
be reduced confusion over unclear labels and a denial of disability, more realistic attributions 
about one’s abilities and disabilities and increased self-esteem by improving the status of the 
group.
Tajfel (1981) describes an alternative to passing as being ‘insulation’. This is the creation of 
a separate identity for a group by positively reffaming the groups characteristics. In a group 
people are able to assert ‘values’ which are different to those espoused by mainstream culture.
The voice of learning disability self-advocacy groups is gradually becoming stronger. One 
such group is People First. Their statement that ‘we may be handicapped but we’re still 
people’ is a compensatory rather than a positive assertion of value. Through an exploration 
of identity with people with learning disabilities Szivos and Griffiths (1990, p. 14) conclude 
that "no one (with a learning disability) felt there was anything very positive about being 
handicapped". However they suggest that people with learning disabilities will eventually 
replicate the achievements of the Black, gay and women’s movements in deriving a strong
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and positive identity from the group to which they belong. Whether or not this is achieved 
it is undeniable that the concepts of empowerment and self-determinisation are gaining 
attention in learning disability services.
Conclusion:
Proponents of Normalisation envisaged that people with learning disabilities would leave 
institutions and be dispersed throughout society, quietly adopting the characteristics and 
lifestyles of ordinary citizens. They would gain so many valued characteristics that the fact 
they were learning-disabled would be overlooked. It has become clear that the goal of 
Normalisation is not realistic. While most people with learning disabilities have moved into 
small homes in the community many have retained ‘devalued’ characteristics and continue to 
require specialist support and environments.
The response to the limitations of Wolfensberger’s interpretation of Normalisation has been 
a return to the original concept. Early Scandinavian formulations, such as Nhje’s, 
encouraged services to ‘make available to’ people with learning disabilities the range of 
choices and opportunities available to non-disabled people. The roles, values and image 
people with learning disabilities then choose to adopt is left to them to determine. Niqe 
(1985) emphasises self-determinisation and, while he acknowledges that people with learning 
disabilities need support and guidance in decision making, he does not specify the limits of 
individual choice. There is perhaps a balance to be struck between Niije’s self-determinisation 
and Wolfensberger’s restriction of choice.
John O’Brien’s (1987) currently influential interpretation of Normalisation has reinstated 
individual choice as a central theme. O’Brien’s ‘service accomplishments’ focus on the 
implications of Normalisation in terms of what services should try and achieve for users. The 
five accomplishments are:
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1 - ensuring that users are physically present in the community.
2 - ensuring that users are making choices about their lives (for example, where they
live and work).
3 - developing the competence of service users by developing skills and attributes that are
meaningful in natural community environments and relationships.
4 - enhancing the respect afforded to service users, through the choice of activities,
locations, forms of dress, use of language.
5 - ensuring user participation in community life by supporting people’s natural
relationships.
The momentum behind user empowerment and self-determinisation is likely to challenge the 
constraints of even O’Brien’s model of Normalisation. The result may be a degree of self- 
imposed segregation and congregation by people with learning disabilities while they build 
a positive group identity for themselves within the wider community.
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CRITICAL REVIEW TWO:
Movement Disorder - a New Theory of Autism ?
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Autism has been described as an ‘enigma’ (Frith 1989) and a satisfactory 
understanding of the condition remains elusive. An autistic man, Birger Sellin, 
describes his experience:
"i am only a withoutme figure who has stepped out of the darkness 
of the autistic world to make contact with human citizens of your kind in the world 
but i cannot take part in your life because my world still holds me prisoner 
i am still looking for a way out to you"
(written using facilitated communication, 1993).
There is an ongoing search for a theory of autism that enables us to understand the 
‘autistic world’ and interact more successfully with people with autism. The aim of 
this review is to evaluate Hill and Leary’s (1993) theory that autism is primarily a 
movement disorder.
Autism is diagnosed by the presence or absence of certain behaviours. Kanner (1943) 
was the first to suggest ‘autism’ as a distinct clinical classification. His definition has 
gradually been refined and the American Psychiatric Association’s DSM-IV (1994) 
now records three areas of impairment in autistic disorder:
1) impaired reciprocal social interaction,
2) impaired verbal and non-verbal communication,
3) restricted, repetitive and stereotyped patterns of behaviour, activities and interests.
According to DSM-IV (1994), impaired social interaction includes the impaired 
development of peer relationships and impaired social and emotional reciprocity, 
which may be demonstrated by a preference for solitary activities, a lack of social 
play and a failure to respond to others’ distress. Impaired communication includes the 
impaired development and use of language, which may instead be used for repetitive, 
idiosyncratic or nonconversational purposes, and the impaired use of pitch, intonation, 
rate and rhythm of speech. The use of nonverbal communication, such as eye-contact, 
facial expression, body postures and gestures, is also impaired.
People with autism engage in a restricted range of repetitive behaviours and do not
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engage in imaginative play or activities. Repetitive behaviour patterns may result in 
an inflexible adherence to routines or rituals, such as a refusal to deviate from a usual 
route to the shops. People with autism may engage in repetitive motor mannerisms, 
such as clapping, rocking or walking on tiptoe, and may develop an intense 
preoccupation with a narrow range of interests, such as the weather and train 
timetables, or parts of objects, such as plugs and buttons.
In autism, a delayed or impaired development of social interaction and communication 
and a severely restricted range of activities and interests are evident before three years 
of age. The condition affects four to five times more males than females and 75% of 
those affected also have learning disabilities (DSM-IV 1994). Wing and Gould’s 
(1979) assessment of the prevalence of autistic disorders among children under 15 
years old in a defined geographical area of London revealed that 4-6 per 10,000 
children could be considered to be autistic. They found that the most severely autistic 
children were likely to be the most severely learning disabled.
A number of different biological causes of autism have been proposed. These have 
included genetic factors, viral infections and pregnancy or birth complications (Baron- 
Cohen and Bolton 1993). The genetic factors that can cause autism include Fragile X 
syndrome and tuberous sclerosis. The viral infections that can contribute to autism 
include rubella and herpes encephalitis. A number of researchers have proposed that 
these different biological factors damage a specific region of the brain, or a specific 
neurochemical pathway, thereby causing autism. Researchers have called this the 
‘final common pathway’ (Baron-Çohen and Bolton 1993). Happe (1994) explains the 
association between autism and learning disability by suggesting that damage to the 
‘final common pathway’ is more likely to occur when there is the widespread damage 
that causes a learning disability. However, agreement has not been reached as to the 
site of the lesion, or the nature of the patfiway, that is associated with autism.
While the search for specific brain damage in autism continues, psychologists have 
turned their attention to the cognitive impairments in autism. Frith (1992) describes
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a four level model of autism in which a variety of unspecified biological factors cause 
brain abnormalities, which in turn cause cognitive impairment, resulting in 
behavioural symptoms (Figure 1). As Frith (1992, p. 13) writes "we cannot jump 
straight from brain to behaviour in one leap. We need a bridging level. This level is 
the domain of cognitive processes. They are what lies between biological and 
behavioural phenomena. "
Level 1
biological
causes
Level 2 
brain
abnormalities
Bridging level
common pathway
Level 3
cognitive
deficit
Level 4
core
problems
Figure 1. Model of Autism - Frith (1992. p. 161 
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At the MRC Cognitive Development Unit, London, psychologists, including Frith, 
Baron-Cohen, Attwood, Happe, Morton and Leslie, have proposed a single cognitive 
deficit theory of autism. The cognitive deficit described is the ability to ‘mentalise’. 
This is the ability "to attribute.. .thoughts, beliefs and feelings to people" (Frith 1992, 
p. 17). People who lack the ability to mentalise would be unaware that other people 
had thoughts and feelings that were different to their own. They may be said to lack 
a ‘theory of mind’ (Baron-Cohen, Leslie and Frith 1985). Autistic behaviours such 
as a failure to develop peer relationships or to engage in two-way conversation may 
be seen to be the result of an impaired ability to mentalise.
People with autism are not able to provide information about their internal states, and 
so assumptions about their internal experience have had to be deduced from their 
outward behaviour. However, Hill and Leary (1993) suggest that the assumption that 
external behaviour reflects an autistic persons internal state may be incorrect. They 
question the inference that a failure to develop peer relationships reflects a lack of 
empathy for others, or that the engagement in stereotyped speech reflects a lack of 
communicative intent.
Hill and Leary (1993) propose that, in autism, the impairment is in the individual’s 
ability to express their underlying intentions and competence. They suggest that 
autistic people are prevented from demonstrating their competence by an impaired 
ability to coordinate their movements. Hill and Leary (1993) go so far as to suggest 
that cognitive functions other than that of motor coordination, such as sensory, 
perceptual, intellectual and emotional functions, may not be impaired at all. This 
reasoning presents an immediate problem in that it fails to account for the impact on 
cognitive development of such a movement disorder.
In order to understand Hill and Leary’s (1993) reasoning it is necessary to trace the 
development of their theory. They developed movement disorder theory following 
their observation of autistic people using an augmentative communication system 
called yacilitated communication’ (F.C.). F.C. was originally developed in Australia
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for use with people with cerebral palsy (Crossley and McDonald 1980) but it has since 
been used with autistic and learning disabled people.
To perform F.C. a facilitator must support an individual’s hand, wrist or arm as he 
or she spells out words by pointing to letters on a letter board or by pressing keys on 
a key board. The reasoning behind the use of this technique is that it counters physical 
problems, such as high/low muscle tone or tremor, that prevent an individual from 
completing the task independently (Crossley and McDonald 1980).
Proponents of F.C. claim that the technique has enabled some people who have been 
labelled autistic, including those viewed as severely learning disabled, to demonstrate 
an ability and motivation to communicate that had not previously been apparent 
(Crossley and Remington-Gumey 1992). This suggests that these individuals 
communication difficulties were at least partly attributable to impaired motor 
coordination. Biklen (1990) claims that through the use of F.C. some individuals with 
autism have demonstrated that they have learnt to read, spell and construct sentences 
without having been formally taught. Crossley and Remington-Gumey (1992, p.30) 
write that "many are now communicating through typing and are producing written 
language of such complexity as to challenge commonly held beliefs about the language 
of people diagnosed as autistic or significantly intellectually impaired". This assertion 
is obviously controversial and has inspired much discussion and research.
For example, Crossley and Remington-Gumey (1992) used a descriptive, naturalistic 
method to assess the facilitated communication of 117 people diagnosed as autistic and 
learning disabled. They found that 91 (78%) of the group were able to spell an 
intelligible sentence, such as ‘it wos hot’, using F.C. at the end of three sessions, 
while only 12 (10%) of the group had demonstrated prior literacy skills. The degree 
of facilitation this needed varied from a hand on the shoulder to the shaping of a 
client’s hand to help him or her isolate and extend an index finger for pointing. 
Crossley and Remington-Gumey’s (1992) aim was to decrease the amount of support 
provided as the clients’ fine motor skills and confidence grew. They note however that
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their first autistic client to type independently did so only after six years in their 
programme.
Wheeler, Jacobson, Paglien and Schwartz (1993) assessed 12 autistic and severely 
learning disabled clients under controlled experimental conditions. They found that 
their subjects were unable to correctly name any of 120 object pictures presented to 
them and not to their facilitator (the facilitator condition) or any of 60 pictures that 
were presented to them when their facilitator was shown a different stimulus (the 
distractor condition). However, during the distractor condition the subjects named 
what the facilitator saw on 12 of the 60 occasions. Wheeler et al. (1993, p.58) 
conclude that "the nature of the findings permits us to assert that (the clients’) output 
in facilitated communication was not only influenced, but was controlled and 
determined by the facilitators".
The results of the experimental evaluations of F.C. have directly contradicted those 
of the recorded observations. Fach research group has criticised the other’s 
methodology. Naturalistic observations have been criticised for not controlling for the 
facilitator’s influence and experimental conditions have been criticised for disrupting 
the fragile nature of the facilitator-client interaction (Duchan 1993).
Duchan (1993) proposes that a person with autism may, with a good partner and in 
the right conditions, perform in highly competent ways while in different conditions 
their performance may be severely impaired. This position allows for the possibility 
of high-level competence among people previously thought to be severely learning 
disabled and illiterate. If this view is correct, and the successes reported with F.C. do 
reflect actual competence, there is an urgent need to analyse the nature of the support 
that enables this to be achieved. In criticising current experimental evaluations of 
F.C., proponents of the technique must be able to identify what it is that is lost or 
disrupted under these experimental conditions. The two main components of F.C. are 
said to be physical and emotional support (Biklen 1990). A trusting and secure 
relationship with the facilitator and a stable mood state are seen to be essential.
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Duchan (1993) suggests that it is the role of affect in F.C. that requires further 
evaluation. Proponents of F.C. need to conduct controlled evaluations of the technique 
themselves if they are to silence their critics. If the autistic individuals are in control 
during F.C. it should be possible to obtain experimental conditions that are not so 
disruptive of the process that it fails completely.
Despite the current lack of substantiating evidence from any controlled evaluation, 
Hill and Leary (1993) accept the claims made for F.C. They conclude that the 
physical support required for F.C. demonstrates that people with autism have 
difficulty controlling their bodies sufficiently to perform intentional acts. They 
propose, therefore, that behaviour in autism is the result of an underlying disturbance 
in expressive movement.
Hill and Leary (1993) then looked to other conditions for evidence to support their 
view that autism is primarily a movement disorder. In comparing the clinical 
presentation of autism with syndromes characterised by movement disorders they 
found that autism, post-encephalitic Parkinsonism, Tourette’s syndrome and catatonia 
have symptoms in common. These include akinesia (an absence of spontaneous 
movements), hyperkinesia (excessive involuntary movements), bradykinesia (slowness 
of movement), motor and verbal tics, and stereotyped movements. In noting 
similarities in the behavioural manifestations of these conditions Hill and Leary (1993) 
ignore any differences between them, such as age of onset, cause and course of the 
disorder. They use the observation that autism shares many of the symptoms found 
in syndromes defined primarily by the presence of movement disturbances to support 
their theoiy that movement disorder is the primaiy problem in autism.
Hill and Leary (1993) also looked to clinical observation for evidence of movement 
disorder in autism. They note that autistic people have difficulty in starting, stopping, 
combining, executing and switching between movements, with the result that they get 
‘stuck’ at transition points. They observed that people with autism have difficulty 
gaining the voluntary control necessary to start a movement, change an activity or
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stop saying a word for example.
Hill and Leary (1993, p.6) define these difficulties as:
"Starting - difficulty initiating.
Executing - difficulty with the rate, rhythm, target, etc. of movement.
Continuing - difficulty ‘staying on track’, not taking alternative paths, etc.
Stopping - difficulty terminating a movement, the tendency to ‘perseverate’. 
Combining - difficulty adding a movement, doing two things at once, etc.
Switching - difficulty ‘letting go’ of one movement and initiating a new one."
Hill and Leary’s (1993) formulation of their movement disorder theory of autism is 
therefore based on observations of F.C., comparisons with other conditions and their 
clinical observations.
In seeking to account for the behavioural manifestations of autism in terms of a 
movement disorder. Hill and Leary (1993) realised that movement problems would 
have a profound effect on social and emotional behaviour. The expression of 
emotional states, through laughing, gesturing, showing attention and speaking for 
example, would be significantly impaired. Such impairments in the expression of 
emotional states by autistic people have been well documented in the literature. 
Yirmiya, Kasari, Sigman and Mundy (1989) for example, assessed facial expressions 
of affect in autistic, learning disabled and normal children. They matched the autistic 
and learning disabled children on chronological and mental age, and matched the 
normal children with the others on mental age. They found that the autistic children 
displayed ambiguous expressions of affect not shown by the other children. Yirmiya 
et al. (1989) suggest that this reflects both the difficulty autistic children have in 
communicating their affective states and the difficulty others have in interpreting their 
affective expressions. Macdonald, Rutter, Howlin, Rios, LeConteur, Fvered and 
Folstein (1989) assessed the ability of high-functioning autistic adults to both 
recognise and produce vocal and facial expressions of emotion. They compared ten 
autistic men to normal adult men matched for age and non-verbal intelligence. 
Macdonald et al. (1989) found that the autistic adults were impaired in both the 
appreciation and production of emotional expression. They suggest that their subject
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group demonstrates that this deficit is independent of chronological age and general 
cognitive functioning. While a failure to use expressive gestures to manipulate mental 
states may be seen as a consequence of an impaired ability to perceive others’ mental 
states (i.e. mentalise), Hill and Leary (1993) attribute it to a difficulty in the 
coordination of the movements necessary to express both one’s own emotions and 
one’s understanding of others’ emotions. This view is supported by Jones and Prior 
(1985) who suggest that a motor impairment resulting in poor body imitation skills 
may preclude the adequate learning of communicative gesture.
Hill and Leary (1993) propose that the repetitive and stereotyped behaviours of autism 
are also the consequence of a movement disorder. They consider that a difficulty in 
the voluntary control of movement leads to a reliance on habitual movement patterns. 
These are seen as set, or ‘automatic’, responses to external cues, such as locations, 
people or words. The use of habitual movement patterns would result in rigid routines 
and rituals. Hill and Leary (1993) suggest that people with movement disorders have 
repertoires of ‘automatic’ movements that include intricate movements, like talking, 
which become inhibited when the individual is required to take voluntary control of 
them. For example, a person uses echolalic speech but cannot reply to a question, or 
can lick an ice-cream but cannot stick their tongue out on request. Hill and Leary 
(1993) suggest too that autistic people may engage in stereotypic behaviour when they 
are having difficulty gaining voluntary control of their movements. They may rock 
back and forth on the spot when they are trying to begin walking, or repeat one word 
several times when they are trying to speak.
Based on their clinical observations Hill and Leary (1993) suggest that the effect of 
a movement disorder varies in terms of its firequency, duration and intensity. They 
speculate about the cause of this variation and suggest that the severity of a movement 
disorder is influenced by factors such as motivation, attention, fatigue, illness and 
high or low mood. These hypotheses, however, have yet to be tested.
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Hill and Leary’s (1993) movement disorder theory has been substantially reworked 
by Donnellan and Leary (1995). Donnellan and Leary (1995) continue to define the 
movement disorder in autism as "an interference in the efficient, effective use o f 
movement which is not the result o f paralysis or weakness, but rather in the regulation 
o f movement". However, they expand their criteria for ‘movement’ beyond actions 
and postures (Hill and Leary 1993) to include speech, images, thoughts, perceptions, 
memories and emotions. Based only on their clinical observation, Donnellan and 
Leary (1995. p.45) have concluded that "it seems safest for the moment to assume 
that for some people labelled as autistic and retarded symptoms of movement 
disturbances may affect internal as well as external ability". They offer no fiirther 
justification for this expansion of their hypothesis, claiming only that "at a 
neurological level all are forms of movement" (Donnellan and Leary 1995. p.47). 
They do not go on to present a possible neurological explanation for this concept of 
‘movement’.
The continued use of the term ‘movement’ disorder by Donnellan and Leary (1995) 
creates confusion as its definition is significantly different to that used by Hill and 
Leary (1993). In expanding the definition of ‘movement’ to include actions, postures, 
speech, thoughts, perceptions, emotions and memories, Donnellan and Leary (1995) 
contradict Hill and Leary’s (1993) original hypothesis that people with autism are
"cognitively■impaired'Onljrinnthê^afëarfrflnotOT coordination. Donnellan and Leary 
(1995, p.50) write that "marked difficulties in starting, stopping, executing, 
continuing, combining and switching may impede postures, actions, speech, thoughts, 
perceptions, emotions and memories".
Although Donnellan and Leary (1995) do not refer to neurological explanations of 
autism their theory gains some support from the executive deficit theory (Hughes and 
Russell 1993). This is the theory that autism is characterised by difficulties in the 
high-level planning and control of behaviour. Hughes and Russell (1993, p.507) 
define executive functions as "those mental functions that are separately necessaiy and 
jointly sufficient for volitional, goal-directed behaviour". These include the ability to
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disengage from the external context, inhibit inappropriate responses, plan and generate 
sequences of willed actions, sustain an appropriate cognitive set for staying on-task, 
flexibly shift attention set, monitor one’s own performance and make use of feedback 
(Bailey, Phillips and Rutter 1996). These are functions assumed to be carried out by 
the prefrontal cortex (Lezak 1995).
Hughes and Russell (1993) found that autistic people have an impaired ability to 
execute a sequence of movements demonstrated by the experimenter. They used tasks 
such as a ‘switch-then-reach’ sequence that involved throwing a switch before 
reaching for a marble. Compared with control subjects the autistic children had great 
difficulty with the task. Hughes and Russell (1993) concluded that there is an 
impairment in goal-directed activity in autism. Hughes (1996) examined these 
planning problems further, using natural rather than arbitrary goal directed activities. 
She assessed autistic, non-autistic moderately learning disabled and normally 
developing children aged 3-12 years on a ‘reach, grasp and place’ task. The task, 
called the Bar Game, involved placing coloured rods in coloured disks. Her results 
confirmed that autistic children had marked problems executing even very simple 
goal-directed motor acts. Hughes (1996) notes that the Bar Game involves a number 
of different processes of ‘executive control’, including anticipatory monitoring, 
adjustment of an act in response to external feedback and the coordination of separate 
elements into a goal-directed sequence. Bailey et a l (1996) note that the ‘executive 
dysfunction’ explanation of autism is not very specific. It is an umbrella term for 
variety of mental processes and further studies will need to separate these out and 
specify the executive deficits seen in autism. It will also be necessary to consider the 
developmental impact of early executive dysfunction.
While the theoretical basis of a ‘movement disorder’ in autism is far from 
substantiated, the concept is already informing clinical work. The clinical applications 
arising out of movement disorder theory take the form of ‘accommodations’. These 
are strategies for overcoming difficulties caused by movement problems. Donnellan 
and Leary (1995) use the term ‘accommodations’ for these strategies in order to
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suggest the permanence of the movement disorder. They propose that the possibility 
of a movement disorder is considered when autistic peoples’ observable behaviour is 
being analysed. According to Donnellan and Leary (1995) a behaviour may be a 
symptom of a movement disorder or an attempt to overcome one (i.e. an 
‘accommodation’). Donnellan and Leary’s (1995) premise is that movement disorders 
cannot be eliminated but that personalised strategies can temporarily overcome 
movement difficulties when they prevent an individual from doing what he or she 
needs or wants to. ‘Accommodations’ aid goal directed behaviour by allowing a 
person who is ‘stuck’ to move on. They may include gestures, touch, rhythms, music, 
behaviour rituals or visualisations. The purpose of ‘accommodations’ is to allow an 
individual to control, regulate or change a movement and they are most useful if they 
do not require the presence of another person. Examples of ‘accommodations’ are: 
moving with another person, such as getting up out of your seat as you ask the client 
to; using sentence completion to initiate speech or actions; supporting a person’s hand 
or arm to help them use a keyboard, such as in F.C.; rocking rhythmically back and 
forth before starting to walk; using sequencing or cue words to change an activity or 
behaviour.
Hill and Leary (1993) suggest that by using ‘accommodations’ and increasing 
‘automatic’ behaviours autistic people should be better able to perform and inhibit 
their behaviours. Similar interventions may result from an assessment informed by the 
behavioural model (Skinner 1969), conditioning a response to a particular cue for 
example, but movement disorder theory may offer an alternative way of 
conceptualising these interventions.
Conclusion:
Hill and Leaiy’s (1993) theory of autism as a movement disorder was bom out of 
clinical practice and does hold considerable clinical appeal. It adds a new dimension 
to the analysis of the problems of autism and provides a framework for 
conceptualising some current clinical practice. Management strategies and guidelines
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drawn up to manage (i.e. start, stop, interrupt, change) behaviour in autism are 
already littered with ‘acconunodations’. The naturalistic observation of people with 
autism suggests that this theory may be valid for a number of individuals who do 
appear to regularly get ‘stuck’ repeating a behaviour pattern or unable to start an 
action.
Politically and ideologically the theory also has significant appeal. In attributing much 
of autistic people’s behaviour to a movement disorder it helps prevent people 
becoming negatively labelled as ‘non-compliant’ because, for example, they won’t get 
up, ‘uninterested’ or ‘unresponsive’ because of poor eye-contact or ‘solitaiy ’ because 
they engage in repetitive behaviours (Leary 1995). By giving individuals credit for 
competencies and interests that may not be readily apparent the theory promotes 
positive relationships and interactions between carers and individuals with autism, at 
least initially. However, too high expectations of the introduction of 
‘accommodations’ can mean that people are viewed as a greater failure and more 
incompetent than they were previously. Hastings (1996, p.23) cautions that "making 
the assumption of competence may amount to denying a person’s disability and 
appropriate treatments for their difficulty".
While movement disorder theory provides an explanation for their observable 
behaviour people with autism are usually unable to tell us about the intentions behind 
their behaviour. If we are going to interpret their behaviour as unintentional, and due 
instead to an underlying movement disorder, it is clearly preferable that the person has 
some communicative ability and is able to support this view. When a person’s only 
means of communication is their physical behaviour a presumption that this is 
unintentional takes away their last remaining means of communication (Hastings 
1996). In the past when behaviour has been interpreted as non functional and non­
purposeful, the response has generally been to attempt to eliminate it (Skinner 1969). 
Attributing behaviour to a movement disorder could have similar results.
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Donnellan and Leary (1995) stress that their approach should help carers and 
professionals view autistic people’s movement disorders as an integral part of the 
person, to be acknowledged and accepted. They feel that the presence of a ‘symptom’ 
is not a sufficient reason to eliminate it and that decisions about intervention should 
be based on factors such as individual choice and safety. Donnellan and Leary (1995) 
hope that an increased acceptance of autistic behaviour will be one of the most 
important consequences of the theory on clinical practice. If autistic behaviour is 
viewed as unintentional, and the result of a severe movement disorder, there may be 
a greater level of tolerance and acceptance. Donnellan and Leary (1995) clearly wish 
to combat the practice of ‘acceptance through sameness’ which has been promoted by 
Normalisation (Wolfensberger 1972) and to encourage the acceptance of difference.
It is important that the clinical and political appeal of the theory does not overwhelm 
its thorough evaluation. Hill and Leary’s (1993) theory that the primary cognitive 
impairment in autism is one of expressive movement is based on clinical observation, 
comparisons with other conditions, such as Parkinson’s disease, and the observed use 
of ‘facilitated communication’. Each of these suggest a role for motor impairment in 
autism but none of them substantiate movement disorder theory. Hill and Leary’s 
(1993) theory has not been tested and it lacks both a developmental and neurological 
account.
Dormellan and Leary (1995) draw on clinical observation to expand the definition of 
‘movement’ beyond actions and postures to include thoughts, emotions, perceptions, 
memories, images and speech. They propose that the difficulties that impede external 
movements also impede internal movements. This expansion to the original theory 
should have been presented as a hypothesis rather than as a ‘sensible assumption’. In 
considering cognitive functioning Dormellan and Leary (1995) fail to account for 
research findings documenting the cognitive impairments in autism, such as ‘theory 
of mind’, or to consider a neurological explanation. Their theory has not yet been 
tested, although research into executive dysfunction in autism may in the future lend 
it some support.
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The theory that autism is primarily a movement disorder should generate considerable 
discussion and research. It should encourage cross fertilisation between psychological 
and neurological approaches. As yet the theory that autism is primarily a movement 
disorder is speculative, and this is important to remember even if those who have 
formulated the theory lose sight of this fact.
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The University of Surrey / SWTRHA MSc in Clinical Psychology
Third Year of Training Plan
Trainee Name: Abigail Herbert
Date: 20 September 1993
Appraised by: Catherine Dooley
SUMMARY OF CLINICAL APPRAISAL
In her specialist placements Abi has covered many of the areas identified at last year’s 
appraisal and in general all areas have been reasonably covered. There are some small 
areas that need additional work, both in terms of client work and in terms of models 
of therapy.
Abi has had negotiations with Sandra Canter and Tony Ovenell and has already made 
some plans for the third year which are consistent with recommendations from the 
clinical appraisal.
CLINICAL EXPERIENCE NEEDS
1. Children with a developmental delay.
2. More adult work with an emphasis on direct work with clients referred with 
substance abuse issues (tranquilliser withdrawal, alcohol problems) and health 
problems (client presenting with somatic symptoms). In addition some experiential 
work with people with acute or more severe mental illness problems would be helpful.
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3. Forensic work. This is not a high level need but it would be helpful if during the 
year Abi could have contact with forensic services particularly where there is an 
overlap with learning disability.
TRAINING NEEDS
1. Abi would benefit from more neuropsychology work under supervision to extend 
her placement experience with Sue Reiman.
2. She would benefit from formal use of systemic models.
3. She would benefit from developing her non-directive therapy skills both with 
individuals and groups.
4. Abi should undertake an area of teaching/training, service development etc. in a 
supervised way.
SUMMARY OF TRAINING PLAN
The plan is that Abi continues to do one session a week with Halina Brunning on adult 
work and then does one session per week Gloria Martin for children with a 
developmental delay - this would also include use of the systemic model if 
appropriate. It would be helpful if she could have continued access to Sue Reiman for 
neuropsychology work within learning disabilities, and also if she could have 
supervision from a psychotherapist for client work within learning disabilities if 
appropriate.
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The prerequisite of Chartering 
‘BPS Evaluation of Clinical Competence’ form
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The British Psychological Society 
Membership and Qualifications Board 
Committee for the Scrutiny of Individual Clinical Qualifications 
Evaluation of Clinical Competence: Assessment Form
Trainee’s name: Abigail Herbert
Supervisor’s name: . Tony Ovenell
Description of placement: 3rd Year
Dates of placement: October 1993 - September 1994
To be completed by the supervisor/s about the trainees clinical experience and 
returned to the Coordinator of Training at the end of the period of experience being 
assessed. In each section supervisors are asked to comment on the trainees 
performance during the placement using the headings as a guide. These headings are 
illustrations of the topics to be covered and other issues may also be important in 
some settings. Please give detailed feedback, providing a rounded view of the 
trainees’s strengths and weaknesses. In addition, supervisors are asked to give a rating 
as a recommendation on whether the various aspects of the placement have been 
passed, and whether the placement as a whole has been passed.
GENERAL COMMENTS
Supervisor’s overall evaluation PASS/ BORDERLINE/ FAIL
General comments by the supervisor
Abi has worked hard and developed well in the past year. She has a solid knowledge 
base and is eager to learn. I consider her a more than competent clinician and support 
her application for chartered status.
Supervisor: (Tony Ovenell) Date: September 1994
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SECTION A: WORK WITH INDIVIDUAL ADULTS AND CHILDREN AND 
COUPLES
RELATIONSHIP FACTORS (ability to establish patients’ trust and confidence, 
sensitivity to patients’ communication, awareness of termination issues where 
relevant):
Abi is able to establish good relationships with clients and has a sound grasp of the 
issues involved in building and ending therapeutic relationships.
FORMULATION OF PROBLEMS (ability to use theoretical ideas to understand 
problems and use theory in developing and action plan; ability to reformulate 
problems in the light of new information):
Abi is a careful thinker and has produced imaginative interventions in a range of 
models.
CARRYING OUT PROCEDURES (interviewing skills, selection and accurate 
administration of assessment procedures, including psychometric assessment, 
interpretation and use of results, ability to carry out treatment approaches):
Abi has all the skills I would expect at this stage of her career. She is a competent 
clinician.
MONITORING EFFECTIVENESS (describing what has been achieved, including 
choice of appropriate measures and interpretation of results):
Good.
REPORTS (written and oral communication and reports are clear and comprehensive, 
aims and nature of treatment clearly expressed, adequate and careful assessment of 
outcome, timeliness):
Good and thorough.
SECTION A rating: PASS/ BORDERLINE/ FAIL/ NOT APPLICABLE
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SECTION B: WORK WITH FAMILIES
RELATIONSHIP FACTORS (ability to establish trust and confidence, sensitivity to 
communication from all family members, awareness of termination issues where 
relevant):
Excellent - as previous page.
FORMULATION OF PROBLEMS (ability to use theoretical ideas to understand 
problems and use theory in developing and action plan; ability to reformulate 
problems in the light of new information):
Good - see previous page.
CARRYING OUT PROCEDURES (interviewing skills, selection and accurate 
administration of assessment procedures, including psychometric assessment, 
interpretation and use of results, ability to carry out treatment approaches):
Good - see previous page.
MONITORING EFFECTIVENESS (describing what has been achieved, including 
choice of appropriate measures and interpretation of results):
Good.
REPORTS (written and oral communication and reports are clear and comprehensive, 
aims and nature of treatment clearly expressed, adequate and careful assessment of 
outcome, timeliness):
Good.
SECTION B rating: PASS/ BORDERLINE/ FAIL/ NOT APPLICABLE
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SECTION C: WORK WITH GROUPS
RELATIONSHIP FACTORS (ability to establish trust and confidence, sensitivity to 
communication from all family members, awareness of termination issues where 
relevant):
Good.
FORMULATION OF PROBLEMS (ability to use theoretical ideas to understand 
problems and use theory in developing and action plan; ability to reformulate 
problems in the light of new information):
Good.
CARRYING OUT PROCEDURES (able to use methods appropriate to the type of 
group and clients):
Good.
MONITORING EFFECTIVENESS (describing what has been achieved, including 
choice of appropriate measures and interpretation of results):
Good.
REPORTS (written and oral communication and reports are clear and comprehensive, 
aims and nature of treatment clearly expressed, adequate and careful assessment of 
outcome, timeliness):
Good.
SECTION C rating: PASS/ BORDERLINE/ FAIL/ NOT APPLICABLE
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SECTION D: WORK WITH DIRECT CARE STAFF
RELATIONSHIP FACTORS (ability to establish STAFF MEMBERS trust and 
confidence, sensitivity to STAFF communication, awareness of termination issues 
where relevant):
Abi has done some excellent work in this area. Establishing positive working 
relationships and is well regarded.
FORMULATION OF PROBLEMS (ability to use theoretical ideas to understand 
problems and use theory in developing and action plan; ability to reformulate 
problems in the light of new information):
Thinks carefully about this and is able to formulate hypotheses and act on them.
ENABLING STAFF TO CARRY OUT PROCEDURES (giving appropriate advice 
or instruction, handling difficulties as they arise, maintaining focus on goals, 
flexibility and perseverance):
Good.
MONITORING EFFECTIVENESS (describing what has been achieved, including 
choice of appropriate measures and interpretation of results):
Good.
REPORTS (written and oral communication and reports are clear and comprehensive, 
aims and nature of treatment clearly expressed, adequate and careful assessment of 
outcome, timeliness):
Good.
SECTION D rating: PASS/ BORDERLINE/ FAIL/ NOT APPLICABLE
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SECTION E: TEACHING
PLANNING AND PREPARATION (understands aims of teaching and can relate 
content and method of presentation to aims, can anticipate the needs of other staff in 
terms of appropriate content, degree of detail etc.):
Good - has demonstrated ability to think through aims and methods. Participant 
evaluations good.
PRESENTATION (formal and informal teaching, transmission of skills, presents 
material clearly, avoids technical jargon and excessive detail, adapts material 
appropriately to questions and feedback):
Good.
MONITORING EFFECTIVENESS (describing what has been achieved, including 
choice of appropriate measures and interpretation of results):
Good.
SECTION E rating: PASS/ BORDERLINE/ FAIL/ NOT APPLICABLE
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SECTION F: ORGANISATIONAL WORK/ STAFF TEAM WORK
KNOWLEDGE OF ORGANISATION (understands the organisation of the clinical 
unit, including points of decision making, formal and informal channels of 
communication, role and function of key staff and committees):
Appears to have grasped this well and to be able to ‘use’ the organisation effectively.
ACTIVITY WITHIN THE ORGANISATION (able to take effective action within 
organisational framework of unit, involvement in coordinated activities in relation to 
patients and problems, able to tolerate frustrations when not able to secure staff 
agreement):
See above.
CONTRIBUTION TO WARD-BASED OF STAFF TEAM ACTIVITIES (ease of 
relating with colleagues in other disciplines, contribution to multidisciplinary meeting, 
case conferences):
Has worked well in relatively hostile environments, including hospital wards.
SECTION F rating: PASS/ BORDERLINE/ FAIL/ NOT APPLICABLE
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SECTION G: RESEARCH ACTIVITY
IDENTIFICATION AND EVALUATION OF RELEVANT LITERATURE (able to 
identify appropriate topics for reading and to make use of the available literature, has 
knowledge of the literature relevant to issues in the placement, able to appraise the 
literature critically, able to relate issues in the literature to issues in clinical practice):
FORMULATION AND DESIGN: IDENTIFICATION OF PROBLEM (can make 
a clear statement of the problem in a form which is capable of answer, can design 
investigation in a manner which is realistic and capable of providing answers to the 
question posed):
DATA COLLECTION AND ANALYSIS (can plan and organise data collection, and 
analyse data appropriately):
INTERPRETATION OF RESULTS (can interpret results and draw appropriate 
conclusions):
USE OF RESEARCH ACTIVITY (contribution to the service, how has the work 
helped ? what use has been made of it ?)
SECTION G rating: PASS/ BORDERLINE/ FAIL/ NOT APPLICABLE
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SECTION H: PROFESSIONAL BEHAVIOUR 
RELIABILITY:
Abi is ‘quietly efficient’ - well able to carry out work independently and to identify 
when to seek guidance/ clarification.
INTEREST AND ENTHUSIASM:
Abi appears to enjoy her work and is self motivated and enthusiastic.
ORGANISING WORKLOAD AND MANAGING PRIORITIES (can handle a 
reasonable workload, takes responsibility for this):
Abi needs to avoid taking on too much work, but is developing in this respect.
DEGREE OF INDEPENDENCE APPROPRIATE TO STAGE OF LEARNING 
(ability to carry out work after general discussion, ability to take responsibility and 
recognise when further consultation is necessary):
Excellent.
AWARENESS OF ETHICAL ISSUES:
Good.
USE OF SUPERVISION (response to feedback and constructive criticism, ability to 
offer ideas and constructive criticism).
Abi makes excellent use of supervision, identifying and prioritising topics and 
accepting advice.
SECTION H rating: PASS/ BORDERLINE/ FAIL/ NOT APPLICABLE
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The BPS Certificate of Chartered Status
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to Clients’ HIV Risk Sexual Behaviour
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ABSTRACT
This study examines the response of a Learning Disability Service to clients’ HIV risk 
sexual behaviour. Twenty members of professional staff from a Learning Disability 
Service were presented with two hypothetical case examples, each describing a client’s 
HIV risk sexual behaviour. The staff were required to assess the risks present in each 
case example, and decide how the Service should respond. The degree of consistency 
between the staff in their assessment of risk, and choice of response, was examined.
The staff consistently reported ‘HIV’ and ‘other sexually transmitted diseases’ as 
potential risks in the case examples. There were, however, differences between the 
staff in the number of potential risks they identified, and in the level of HIV risk they 
perceived. The staff consistently reported ‘assessment’ and ‘education’ as the primary 
actions that the Service should take in response to the case examples. None of the 
staff recommended restricting the clients’ sexual activities.
The results of this study are discussed in terms of the balance between the following 
Service objectives:
Objective 1) to empower clients to take responsibility for themselves, and 
Objective 2) to protect clients from harm.
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1. INTRODUCTION
The service described in this study is the London Borough of Richmond upon Thames 
(LBRUT) and the Richmond, Twickenham and Roehampton Healthcare NHS Trust 
(RTR) Joint Service for Adults with Learning Disabilities. Hereafter referred to as the 
Joint Service.
An increased awareness of the risk of HIV to clients of the Joint Service followed the 
implementation, in October 1993, of a ‘Procedure for the Management of Allegations 
of Physical and Sexual Abuse’. The implementation of such a Procedure by the Joint 
Service reflected an increased awareness nationally of the abuse of learning disabled 
people (Crossmaker 1991). The investigation of a number of cases of alleged sexual 
abuse under the Joint Service Abuse Procedure exposed risks to clients’ sexual health, 
of which HIV risk was the most serious. The investigation of alleged abuse has 
continued to be an important source of information about the sexual health risks to 
clients. This study examines the current response of the Joint Service to clients’ HIV 
risk sexual behaviour.
The impact of HIV on people with learning disabilities, and the challenges that this 
presents to learning disability services, needs to be understood in order to evaluate the 
response of the Joint Service to clients’ HIV risk sexual behaviour.
1.1. THE HUMAN IMMUNODEFICIENCY VIRUS
1.1.1. The emergence of HIV
AIDS (Acquired Immune Deficiency Syndrome) was diagnosed in 1981 following the 
detection of an epidemic of Pneumocystis carinii pneumonia (PCP) in young 
homosexual men by the Centre for Disease Control in Atlanta, USA. An infective
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origin was postulated when cases were found to cluster among groups of homosexual 
men, intravenous drug users and patients receiving multiple blood transfusions or 
blood products. This hypothesis was confirmed in 1983 when the virus that causes 
AIDS was isolated by a group of researchers in France led by Luc Montagnier. This 
virus is now known as HIV (the Human Immunodeficiency Virus). It is thought that 
the virus originated in sub-Saharan Africa and was transported to the USA and Europe 
by travellers (Goodrich, Lang and Sayers 1994).
1.1.2. The transmission of HIV
HIV is transmitted in semen, vaginal fluids, blood and breast milk. The primary 
routes of transmission are therefore unprotected vaginal or anal sex with an HIV 
infected partner, intravenous drug use with equipment infected with HIV, the use of 
blood or blood products infected with HIV, and from a mother with HIV to her baby 
during pregnancy, at birth or through breast feeding (Goodrich et al. 1994).
The sexual transmission of HIV occurs most readily during unprotected penetrative 
anal sex, with the male or female receptive partner of an HIV infected man being 
most at risk. In vaginal sex the risk of transmission is greater from the man to the 
woman than from the woman to the man (Welch 1997). However, as Goodrich et al. 
(1994) point out, the relationship between specific behaviours and HIV transmission 
is still poorly understood.
1.1.3. The clinical course of HIV
Four to twelve weeks after infection HIV antibodies can be detected in the blood. HIV 
causes progressive damage to the body’s immune system by infecting its CD4 cells. 
The period of time from infection to the development of AIDS is variable, however 
the average time period is 8 -10 years (Welch 1997). A diagnosis of AIDS requires 
the presence of certain defining conditions, which include PCP, toxoplasmosis.
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Kaposi’s sarcoma and tuberculosis. Death from an AIDS related illness in 
industrialised countries currently occurs 1-2 years after an AIDS diagnosis. Goodrich 
et al. (1994) attribute improving survival patterns to increasingly prompt diagnoses 
and improved treatments.
1.1.4. The prevalence of HIV.
In England and Wales the AIDS Control Act (1987) requires health authorities and 
health boards to report the number of people with AIDS known to them each year. 
Data on HIV infection and AIDS are compiled by the Public Health Laboratory 
Service’s (PHLS) AIDS Centre at the Communicable Diseases Surveillance Centre 
(CDSC). Recording began in 1982 for AIDS and in 1984 for HIV. As Goodrich et 
al. (1994) caution, these reports reflect the number of people tested for HIV, rather 
than the number infected, and are therefore an underestimate.
The 1994 CDSC report records the cumulative total of HIV reports in the United 
Kingdom by June 1994 as 22,101 people. The breakdown in terms of the transmission 
categories are:
Sexual intercourse between men 61 %
Sexual intercourse between men and women 16%
Injecting drug use 13%
Receipt of blood/blood products 6%
From an infected mother 1 %
Other/information incomplete 3%
New reports of HIV infection among men who have sex with men have not increased 
in the last three available CDSC annual reports. The numbers of new infections 
among heterosexuals remain small but are gradually increasing (CDSC 1994).
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The 1996 AIDS Control Act Report for Kingston and Richmond Health Authority 
(Weaver 1996) indicates that the number of HIV infected residents in the Boroughs 
of Richmond and Kingston had risen by 20% on the previous year to 170. The 
number of HIV infections through sex between men had fallen by 16% but continued 
to account for 61% of known HIV infections.
1.1.5. The pattern of response to HIV
In the United Kingdom the response to HIV has reflected changing views regarding 
the perception of high risk groups. An initial focus on gay men shifted in the late 
1980’s to the heterosexual population. This reflected the growing fear that HIV would 
spread throughout the population. Cambridge (1997) claims that the ‘re-gaying of 
AIDS’ in the early 1990’s was a response to pressure from the gay community to have 
resources targeted at those who were most affected. The HIV statistics demonstrate 
that this has continued to be gay men, and to a lesser extent haemophiliacs and 
injecting drug users.
1.2. HIV & LEARNING DISABILITY
1.2.1. The prevalence of HIV and learning disability
There is no research in the United Kingdom documenting the prevalence of HIV 
infection among people with learning disabilities. However, in the United States 
epidemiological studies of HIV infection among adults with learning disabilities have 
been conducted. These studies provide the only data on prevalence among people with 
learning disabilities, as information about an individual’s disabilities is not included 
in the HIV data reported to statutory health bodies in either the United Kingdom or 
the United States.
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In 1990 Marchetti, Nathanson, Kastner and Owens surveyed the learning disability 
services in all fifty North American states in order to estimate the level of HIV 
infection in this population. From the forty four states that responded, thirty one 
clients in institutions and fourteen community-based clients were identified as being 
HIV positive. Kastner, Nathanson and Marchetti repeated this survey in 1992. Forty 
three states responded to their survey questionnaire over a thirty month period. On 
this occasion, thirty seven clients in institutions, twenty community clients, twenty 
clients with ‘no place of residence’ and six clients already deceased, were identified 
by services as HIV positive. The total number of clients included in the survey was 
not assessed. The figures that Marchetti et al. (1990) and Kastner et al. (1992) report 
are clearly unreliable. The only clients that had been tested for HIV were those 
suspected of being HIV positive, and the disclosure of their HIV status to the 
authorities was done on a voluntary basis. In only one state was there a formal process 
for reporting cases of HIV and an identified individual responsible for HIV 
monitoring. However, the same methodological weaknesses apply to both studies and 
the increase from forty four to eighty three in the number of HIV positive clients 
reported over the two year period is substantial, and indicates that HIV is making 
inroads in to the learning disabled population.
Kastner et al. (1992) suggest that the shift from segregated to community based 
services has extended the social networks of people with learning disabilities, and 
increased their risk of exposure to HIV. A similar pattern of service provision to that 
described by Kastner et al. (1992) in the United States is being developed in the 
United Kingdom.
1.2.2. The priority groups
Groups of people with learning disabilities at a potentially high risk of HIV have been 
identified through research, sexual health outreach work and sex education initiatives. 
The priority groups for services have been identified as men who have sex with men 
(Thompson 1994) and women who have sex with men (McCarthy 1994). Due to the
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power imbalances in their sexual relationships, caused by gender and/or disability, 
people in these groups may be exposed to high HIV risk sexual activities while being 
prevented from practising safer sex (McCarthy and Thompson 1994).
il Men who have sex with men
In recognition of the significance of HIV for men in same sex relationships 
Cambridge, Davies, Nichol, Thompson, Morris and Corbett (1994) conducted a needs 
assessment project for the South East London Health Authority (SELHA) targeting 
men with learning disabilities who have sex with men in public places. SELHA covers 
the London Boroughs of Lambeth, Lewisham and Southwark. The project was 
commissioned in response to the reports of sexual health outreach work with men who 
have sex with men. A health promotion initiative in Camberwell reported by Taylor- 
Layboum and Aggleton (1992) had revealed that a proportion of men who cottage 
(have sex with men in public toilets or other public places) are men with learning 
disabilities.
Cambridge et al. (1994) sent survey questionnaires to learning disability services 
within SELHA asking for information about clients who had sex with men in public 
places. The survey failed to provide an estimate of the proportion of men with 
learning disabilities in SELHA involved in cottaging as the data was unreliable. The 
primary methodological problems were the very low response rate from services, the 
duplication of information when clients attended more than one service location and 
the survey’s dependence on staff knowledge of client behaviour. However, the survey 
did reveal that there were a number of clients regularly having sex in public places. 
Thirty four ‘user questionnaires’ about these individuals were returned. Sixteen of 
these men were known to cottage and fourteen were suspected of doing so, having 
perhaps been seen around public toilets. Cambridge et al. (1994) note that the 
majority of these men were in their teens or twenties and were reported to have good 
verbal conununication skills, indicating predominantly mild learning disabilities. Due
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to the survey’s dependence on the knowledge and attitudes of staff, Cambridge et a l 
(1994) were unable to access information about the risks to these clients of 
exploitation or infection when cottaging.
There are no published statements by people with learning disabilities themselves 
about their experience of cottaging. However, sex educators who have worked directly 
with this group of clients have documented their descriptions. Thompson (1994) 
describes the work that he has undertaken as part of the Sex Education Team (SET) 
at Horizon NHS Trust, Hertfordshire, with men with learning disabilities who cottage. 
He describes the assessment of nineteen men whom he saw while working at SET in 
the early 1990’s. The men he describes were aged between 16, the minimum referral 
age, and 64, and all were referred with the aim of enabling them to negotiate safer 
sex. As in Cambridge et a l 's (1994) research, those found to be involved in cottaging 
were a group of the more able learning disabled men, and Thompson (1994) 
concludes that this bias is due to the independence skills needed to travel alone to 
public toilets. These clients found cottaging a positive experience overall. They 
enjoyed some aspects of the sexual encounters, occasional payment for sex and 
attention from men who were not learning disabled. The majority of their sexual 
contacts were with non learning disabled men and these mens’ acceptance of their 
presence in cottaging venues was a clear attraction.
Thompson (1994) notes that many men who cottage do not identify themselves as gay, 
and that many gay men do not cottage. A similar pattern was found among men with 
learning disabilities. Six of the nineteen men interviewed were in ongoing sexual 
relationships with men or women and twelve either had or wanted sexual relationships 
with women. All those interviewed valued heterosexual relationships and devalued gay 
relationships. A gay identity was not viewed positively, and even after individual 
work focusing on sexual relationships, health and identity none of the nineteen men 
took on gay identities. Thompson (1994) suggests that this is because men with 
learning disabilities have little to gain from a gay scene that they are likely to find 
inaccessible and rejecting. Davidson-Paine and Corbett (1995) suggest that it may be
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because gay men with learning disabilities have such difficulty in entering into gay 
sub-culture that cottaging is often their main or only means of sexual experience.
Thompson (1994) discovered a distinct pattern in the sexual activities of the men who 
cottaged. All had been involved in masturbation, oral and anal sex with another man, 
with masturbation and oral sex being the most frequent activities. None of these 
activities are necessarily mutual however, and Thompson (1994) found that the sex 
experienced by these men was rarely intended to give mutual pleasure. Thompson 
(1994, p.227) reports specifically that "a disturbing lack of mutuality was apparent 
in their experience of anal sex". When they had anal sex they were almost always 
penetrated, though this was not their choice or preference. None of the group 
described their experience of receptive anal sex in positive terms.
Thompson (1994) found that men with learning disabilities were usually passive in 
their sexual encounters. They would typically wait for someone to approach them and 
would then comply with their sexual demands. Thompson (1994) believes that their 
lack of choice and control over their sexual activities demonstrates the imbalance of 
power in their relationships. This has an impact on their ability to practice safer sex. 
Thompson (1994) found that, while the men were exposing themselves to HIV in their 
sexual activities, condom use was very rare. These men displayed a very limited 
understanding of HIV/AIDS and little awareness of the risks to themselves. Regardless 
of their knowledge of sexual health risks, the only factor that determined whether 
condoms were used was their partners desire to use them.
Men with learning disabilities who cottage are clearly at risk of exposing themselves 
to HIV. They are engaging in high HIV risk sexual activity, often with high risk 
partners, and are rarely practising safer sex.
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iil Women who have sex with men
McCarthy (1994) has highlighted the potential risks to heterosexual learning disabled 
women from HIV. She describes her work as a sex educator for women with learning 
disabilities when working for SET between 1989 and 1993. McCarthy’s (1994, p. 
174) experience is that "women with learning difficulties rarely experience their 
sexuality in any positive way". She found a negative attitude towards masturbation and 
a complete absence of lesbian relationships. Neither the women with learning 
disabilities she worked with or their male partners, the majority of whom had learning 
disabilities, either expected or experienced sex as pleasurable for women. The 
assumption was that sex was for men’s pleasure only.
McCarthy’s (1994) clients reported that sex was often rushed due to a lack of privacy 
and was initiated and controlled by men. She found that sex between men and women 
with learning disabilities almost always involved penetrative sex, usually vaginal and 
often anal. This occurred even though almost all of the women she interviewed 
disliked anal sex. Oral sex was rare and the women were very negative about giving 
oral sex to men. McCarthy (1994) was unclear as to why this should be so, though 
she suggests that it would not be helpful to present oral sex to these women as a safe 
alternative to penetrative sex.
Women with learning disabilities who have sex with men are often engaging in high 
HIV risk sexual activities (McCarthy 1994) with partners who may be from high risk 
groups. Thompson’s (1994) work, for example, indicates that a substantial proportion 
of men with learning disabilities who cottage also pursue sexual relationships with 
women with learning disabilities.
McCarthy’s (1994) experience is that following safer sex education most women with 
learning disabilities are not adverse to practising safer sex but have difficulty 
negotiating safer sex, even in long term relationships. Referring to men as partners 
of women with learning disabilities, McCarthy (1997, p. 88) concludes that "generally
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speaking women with learning disabilities have the motivation to have safer sex, but 
not the power to make it happen, and men with learning disabilities have the power, 
but not the motivation. "
1.3. HIV & LEARNING DISABILITY SERVICES
1.3.1. The philosophy of Services
The issue of HIV has gained the attention of learning disability services in the United 
Kingdom since the implementation of Community Care (1990). There has been a 
growing awareness of the different sexual and health risks present in the community 
(Kastner et al. 1992) as compared to the more contained environment of the institution 
(Crossmaker 1991). Most people with learning disabilities now live within their local 
communities rather than in segregated hospital settings.
In many services the principles of Normalisation (Wolfensberger 1972), in the form 
of the ‘five accomplishments’ by O’Brien (1987), have provided a framework for the 
development of community service provision.
John O’Brien’s (1987) five accomplishments require services to;
1 - ensure that service users are physically present in the community.
2 - ensure that service users are making choices about their lives (for example,
where they live and work).
3 - develop the competence of service users by developing skills and attributes that
are meaningful in natural community environments and relationships.
4 - enhance the respect afforded to service users, through the choice of activities,
locations, forms of dress and use of language.
5 - ensure user participation in community life by supporting people’s natural
relationships.
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As Brown (1992) notes, the five accomplishments have direct relevance to people’s 
sexual relationships. They require that people with learning disabilities are given the 
right to sexual expression, to make and break relationships, to sex education and to 
protection from exploitation and abuse (Cambridge 1995).
Brown (1992) suggests that of the five accomplishments it is the concept of ‘choice’ 
that presents particular difficulties in the context of sexual rights, as choice can 
involve risk. The issue of HIV clearly demonstrates the tension between choice and 
risk that learning disability services are required to manage. Working with HIV 
requires services to balance their duty to protect with their desire to empower clients 
to take responsibility for themselves.
1.3.2. The role of services
McCarthy and Thompson (1994) suggest that the specific roles a learning disability 
service should fulfil when working with HIV risk sexual behaviour are those of risk 
assessment, safer sex education and HIV test preparation.
ilRisk assessment
McCarthy and Thompson (1994) propose that an HIV risk assessment addresses two 
issues:
1. The risks associated with the sexual behaviour, such as the kind of sexual activity 
taking place, a client’s sexual partners and the frequency of sexual contact.
2. A client’s understanding and ability to control the risk. This would be based upon 
their understanding of the risk, their access to condoms, ability to use condoms, 
ability to negotiate safer sex and opportunity for privacy.
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The assessment of risk associated with the sexual behaviour addresses the acceptability 
of the risk to the service. As Brown (1992, p. 54) writes, HIV requires staff to 
"discriminate between justifiable risk taking in relationships and situations which are 
beyond the person’s control".
iilSafer sex education
Thompson (1994) and McCarthy (1994) argue for specialist safer sex education 
initiatives for people with learning disabilities which are based on an understanding 
of their sexual experiences and tailored to their learning needs. Their work suggests 
that the priority groups for safer sex education are men and women with learning 
disabilities who have sex with men.
Thompson (1997) suggests that at the end of a safer sex education programme clients 
should know how HIV/AIDS is transmitted and treated (Jacobs, Samowitz, Levy and 
Levy 1989), have the motivation to protect themselves fi-om HIV/AIDS, have the 
skills necessary to practice safer sex, have access to condoms and have sufficient 
assertiveness to use their skills. Scotti, Speaks, Masia and Drabman (1996) add that 
at the end of a safer sex education programme there should be an assessment of the 
ongoing support an individual needs in order to make use of their new knowledge and 
skills.
McCarthy and Thompson’s (1994) experience is that the successful outcome of safer 
sex education with people with learning disabilities is impeded by a number of factors. 
They have found that:
1.'The low self-esteem of many people with learning disabilities suppresses their 
motivation to protect their own health or that of other people with learning 
disabilities.
2. A general lack of sex education means that clients may not realise that sex is meant 
to be consensual and pleasurable, and that it can have consequences such as pregnancy 
or disease.
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3. Clients receive little support from staff and carers around sexual issues.
4. Clients lack privacy and time for sex.
5. Clients experience a lack of power in relation to their sexual partners, because of 
gender and/or level of ability, which makes it difficult for individuals to negotiate 
safer sex.
6. Clients learning and communication difficulties may interfere with safer sex 
education".
(McCarthy and Thompson 1994, p. 195).
There is a dilemma for services when a person with learning disabilities continues to 
practice unsafe sex after safer sex education. Unless a person is considered ‘severely 
mentally handicapped’ (Sexual Offences Act 1967) they are legally able to consent to 
sex, and were they not a client of a learning disability service they would be 
responsible for their own, and their partners’, sexual health. However, learning 
disability services have "a duty to promote and protect their clients’ health and 
wellbeing" (McCarthy and Thompson 1994, p. 196). Services have the task of 
"balancing an individual’s right to sexual expression with the service’s responsibility 
to protect them from unacceptable dangers" (McCarthy and Thompson 1994, p. 198).
McCarthy and Thompson (1994) adopt the view that if a person with learning 
disabilities continues to practice unsafe sex after safer sex education then the client’s 
behaviour is assumed to demonstrate that they are unable to take full responsibility for 
their own sexual health. They suggest that the service intervenes at this point if the 
client is perceived to be at significant risk of HIV infection. This intervention may 
override a client’s choice. According to McCarthy and Thompson (1994) clients 
cannot choose to continue the practice of unsafe sex, if there is a significant HIV risk, 
even when this may be seen to be an informed choice.
However, the ability of a learning disability service to prevent clients’ practising HIV 
risk sex may be limited. The options suggested by McCarthy and Thompson (1994) 
include, providing alternative activities for clients at times when high risk sex usually
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occurs, increasing supervision, finding alternative residential or day placements and 
using legislation to restrict a person’s movements. However, as Gunn (1997) points 
out, legislation allows little control over a person’s freedom of movement when a 
person is not detained under the Mental Health Act (1983).
As Cambridge writes (1994, p. 136), "many services have not yet developed the 
competence to manage the conflict between individuals rights and service 
responsibilities, and policy guidance from the Department of Health is needed to help 
define how far services should be protecting people".
iiilHIV test preparation
Cambridge (1996) proposes that services also have a role in assessing clients 
competence to agree to an HIV test. When a person with learning disabilities is 
competent to decide whether to have a blood sample taken to test for HIV, the 
decision is theirs alone (Gunn 1997). Paragraph 15.10 of the Mental Health Act Code 
of Practice (1993) describes a test for competency. It states that "an individual, in 
order to have capacity, must be able to:
understand what medical treatment is and that somebody has said that he needs it and 
why the treatment is being proposed,
understand in broad terms the nature of the proposed treatment, 
understand its principal benefits and risks,
understand what will be the consequences of not receiving the proposed treatment, and 
possess the capacity to make a choice".
Cambridge (1996) notes that a competence test requires that a person knows the 
difference between being HIV positive or negative and having an AIDS related illness. 
This level of knowledge has implications for safer sex education.
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If a person is not competent to make the decision to have an HIV test it would have 
to be established by a court that taking a blood sample in order to test for HIV was 
in the best interests of the individual. Gunn (1997) suggests that in the case of HIV 
the benefit to the person of having the test would be their appropriate care and 
treatment.
There are, however, drawbacks to HIV testing which need to be considered too. 
Cambridge (1997) mentions the problems with employment, housing and finances 
faced by HIV positive people, the personal trauma and depression that may result 
from a positive test and the prejudice, abuse and rejection from family, friends and 
carers that may ensue. People with learning disabilities may find it particularly 
difficult to understand that a positive test does not tell you when you will develop 
AIDS, and that a negative test does not guarantee your negative status or protect you 
from HIV in the future.
1.4. HIV & RICHMOND LEARNING DISABILITY SERVICE
Cambridge (1994) suggests that policy guidance in working with HIV is embedded 
within service wide policy. In the Joint Service the relevant policy documents are the:
Service Review and Strategic Intentions 1994-1999 (1994)
Risk Taking Policy (1996)
Sexuality Policy (Draft, 1997)
Procedure for the Management of Allegations of Physical and Sexual Abuse (Revised, 
1996)
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al Service Review and Strategic Intentions 1994-1999 (19941
The Service Review and Strategic Intentions (1994, p.6) states that the overall
objectives of the Joint Service are:
i). "To use available resources as effectively as possible, to ensure the provision of 
appropriate services to enable people with learning disabilities to maintain the highest 
possible quality of life. This should include social support (residential, respite and 
domiciliary care), vocational and developmental opportunities (access to employment, 
training, education and leisure facilities), access to generic healthcare services, the 
provision of specialised health care services when necessary and support to carers."
ii). "To establish a comprehensive and sensitive local service, maximising, where it 
is appropriate, the opportunities for integration into the community for people with 
learning disabilities. To enable people with learning disabilities to develop valued 
social roles."
These objectives are clearly in line with the ‘five accomplishments’ written by 
O’Brien (1987).
bJ Risk Taking Policy (19961
The introduction of the Risk Taking Policy (1996, p.3) states that "this Risk Taking 
Policy describes the process to be followed when considering risks and acknowledges 
that staff working in the Service have to balance these risks with the duty of care."
According to the Risk Taking Policy (1996, p.4) "the development of integrated 
community services indicates a move away from the restrictions of enclosed, 
institutional environments for people with learning disabilities to a visible and actual 
presence in the community as a whole. Implicit in the development of services is the 
acceptance that as people with learning disabilities experience greater opportunities 
they will also be exposed to the hazards of and risks of everyday living. The Joint
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Service is obliged to ensure that all staff are supported to encourage risk taking by 
service users as part of their duty of care. The guiding principle must be that a risk 
should be taken unless there is a good reason not to."
The Risk Taking Policy states that (1996, p.9) "the Sexuality Policy supports the right 
of people with learning disabilities to enjoy a full range of relationships, including 
sexual relationships. This will invariably involve risks to the individual which should 
be identified as clearly as possible, and evaluated if appropriate using the Risk Taking 
Policy."
cl Sexuality Policy (Draft. 19971
The purpose of the Sexuality Policy (1997 Draft, p. 1) is to "attempt to ensure that 
adults with learning disabilities are enabled to have a fulfilling a sexual life as possible 
but at the same time are protected fi"om abuse. "
This dual purpose is apparent in the statement of clients’ specific rights (Sexuality 
Policy 1997 Draft, p.6). These state that people with learning disabilities should have 
a right to:
"be considered as individuals;
express their own sexual preferences and to engage in sexual activities as long as these 
are lawful;
take risks and make their own mistakes;
receive counselling on personal relationships, sex and sexuality;
have privacy, dignity and respect;
be fully involved in making decisions about personal relationships and sex; 
not be abused. "
89
(fi Procedure for the Management of Allegations of Physical and Sexual Abuse 
(Revised. 19961
The main purpose of the Abuse Procedure (1996, p.7) is to enable staff to "protect 
clients of the Joint Service and prevent the occurrence and recurrence of abuse." 
However, staff are reminded that "the Abuse Procedure must not be misused to 
unreasonably restrict an individual’s right to express their sexuality" (Abuse Procedure 
1996, p. 10).
el Conclusion
The interlinking policy documents of the Joint Service make explicit the task of 
balancing empowerment and protection. In so doing, the policies provide a framework 
for HIV work. Specific guidance regarding HIV and AIDS has yet to be agreed, 
however, it is planned that this will be incorporated into the Sexuality Policy.
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2. AIMS OF THE STUDY
The integration of people with learning disabilities into their local communities, in 
line with Community Care legislation, has broadened these individuals’ social 
networks and, as a result, their risk of exposure to HIV infection (Kastner et al. 
1992).
HIV risk requires learning disability services to balance their desire to promote the 
social integration and independence of clients, in accordance with the principles of 
Normalisation, with their desire to protect clients from harm (Cambridge 1994).
The policy documents of the Joint Service describe this ‘empowerment-protection’ 
dilemma. The Sexuality Policy (1997), Abuse Procedure (1996) and Risk Taking 
Policy (1996) prescribe a process of multi-disciplinary decision making around the 
management of risk. Decision making regarding HIV in the Joint Service therefore 
occurs at Case Conference, and reflects the consensus view of a group of care staff 
and professionals at one point in time.
This study aims to examine the Joint Service’s current response to clients who present 
with HIV risk sexual behaviour.
The specific aims of the study are:
Aim 1
To examine the degree of consistency between staff in their assessment of risk when 
clients present with HIV risk sexual behaviour.
Aim 2
To examine the degree of consistency in the actions recommended by staff when 
clients present with HIV risk sexual behaviour.
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3. METHOD
3.1. Permission for study
A written proposal stating the aims of the study was submitted to the Joint Service 
Divisional Management Group, and was agreed without changes.
3.2. Selection of subjects
Twenty members of staff employed by the Joint Service participated in the study. The 
participants were members of the Divisional Management Group and the Richmond 
and Twickenham Community Teams for people with Learning Disabilities. The 
Divisional Management Group includes Social Services and Health Care Senior 
Managers while the Community Teams are staffed by Social Services Care Managers 
and by Health Care professionals, including Psychiatrists, Clinical Psychologists, 
Occupational Therapists, Speech and Language Therapists and Community Nurses.
Members of the Divisional Management Group and the Community Teams were 
approached directly and asked if they were willing to participate in the study. Those 
who took part were a self selected sample. All were colleagues of the researcher, who 
works as a Clinical Psychologist in the Richmond Community Team.
Subjects were recruited from the Divisional Management Group and the Community 
Teams as these people lead Case Conferences, and therefore have a key role in 
decision making when clients’ sexual activities place them at risk.
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3.3. Measures
Three measures were developed for the study:
i) Case Examples (appendix 2 )
ii) Case Questionnaire (appendix 3 )
iii) Subject Questionnaire (appendix 4 )
fi Case Examples
Two Case Examples were written for the study. These describe two hypothetical cases 
of clients presenting with HIV risk sexual behaviour (Case 1 - ‘Kate’, Case 2 - 
‘John’). Hypothetical cases were used in order to protect client confidentiality.
The information contained in the Case Examples includes the clients’ gender, age, 
degree of learning disability, accommodation, support services, brief sexual history 
and presenting sexual behaviour. Case 1 (‘Kate’) describes a woman with a history 
of sexually transmitted diseases who continues to practice unsafe sex following advice 
about safer sex. Case 2 (‘John’) describes a man involved in sexual relationships with 
both men and women with learning disabilities, whose knowledge and practice of 
safer sex is unknown.
The Case Examples were introduced as presentations to a Case Conference. Three 
questions accompanied the case examples; 
what are the risks,
what responsibilities does the service have, 
what actions should the case conference take.
These questions provide the framework for discussion at Case Conference, as 
described in the Joint Service Abuse Procedure (1996). These questions were used so 
that the task presented to the subjects reflected that of a Case Conference as closely 
as possible.
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ii) Case Questionnaire
The Case Questionnaire was completed by the subjects for each Case Example. The 
Case Questionnaire provides an additional structure for the subjects’ assessment of 
HIV risk and their choice of actions. The subjects were required to estimate and rate 
the risk of HIV to the named client, other clients, care staff and members of the 
public. Subjects were then asked to propose action points in relation to the named 
client, other clients, care staff and the clients’ families.
iifi Subject Questionnaire
The Subject Questionnaire was completed by each participant. The information 
requested related to the subjects’ gender, job title and experience of working with 
people with learning disabilities and HIV.
3.4. Procedure
A fifty minute appointment was booked with each subject. The aims and method of 
the study were explained. All of the subjects agreed to be audio-taped. Confidentiality 
was discussed and the subjects were assured that the identity of individual participants 
would not be divulged.
The first Case Example was presented and the subjects were instructed to read it and 
answer the three accompanying questions (see ‘Case Example Instructions’, appendix 
1). The subjects were told that the Case Examples involved HIV risk so as to ensure 
that the implications of this particular issue were considered. The subjects’ responses 
were audio-tape recorded and no time limit was set. Subjects were then asked to 
complete a Case Questionnaire for this Case Example. This process was repeated for 
the second Case Example.
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The order of presentation of the two Case Examples was changed with each new 
subject to prevent order effects, and the Cases were presented to all the subjects by 
the same researcher so as to ensure consistency.
Having completed the above exercise the subjects were asked to fill out a Subject 
Questionnaire. Each participant was thanked for their time.
Transcripts were made of the subjects audio-taped responses to the Case Examples. 
(See appendix 5 for an example).
3.5. Data analysis
Information from the subjects’ Case Example transcripts was categorised in to the 
types of risk identified, and the proposed action points. Any additional action points 
identified by the subjects on the Case Questionnaire were then included and 
categorised. The information from the transcripts was also categorised by an 
independent rater, and the inter-rater reliability of the category allocation was assessed 
using Cohen’s Kappa (k = .82), (appendix 6).
The relationship between the total number of risks, and the total number of action 
points, proposed by the subjects for Case 1 and Case 2 was analysed using the 
Spearman Correlation. The Spearman Correlation was also used to investigate the 
relationship between the total number of risks, and actions, identified and the length 
of the subjects learning disability work experience. The relationship between the 
number of risks, and actions, identified and the subjects’ gender, job and HIV work 
experience was analysed using the Mann-Whitney test.
The subjects identification of specific types of risk, or specific action points, was 
investigated in terms of the subjects’ gender, job and HIV work experience, using the 
Chi-square. The information about the subjects was provided by the Subject 
Questionnaire.
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The Case Questionnaire provides ratings on a five-point scale of the subjects’ 
perceived risk of HIV; to the named client, other clients, care staff and members of 
the public. Differences between the subjects in their rating of HIV risk, and 
differences between the subjects’ ratings of HIV risk within and across the two cases, 
were analysed using the Mann-Whitney Test, the Wilcoxon Signed Ranks Test and the 
Spearman Correlation.
The Case Questionnaire also provided the number of requests for additional 
information made by the subjects as they rated the HIV risk. The relationships 
between the number of requests for additional information made by the subjects, and 
their ratings of the degree of HIV risk, were analysed using the Spearman 
Correlation.
The data was analysed using the Statistical Package for the Social Sciences (SPSS for 
Windows).
96
4. RESULTS
The results of the study are presented in the following sections:
Subject profile
Aims
Illustrative responses
4.1. SUBJECT PROFILE
A total of twenty subjects participated in the study. Of these fourteen were women 
and six were men. All were currently employed by the Joint Service and had worked 
within services for people with learning disabilities for between one and twenty-eight 
years, with the mean period of time being eight years. Eleven of the subjects had been 
required to address the issue of HIV in their work with people with learning 
disabilities on at least one occasion.
Thirteen of the subjects were Health Service employees and seven were employed by 
Social Services. All the Health Care professionals were members of the Community 
Teams and three were also line managers. The Health Care professionals who 
participated in the study included Psychiatrists, Clinical Psychologists, Occupational 
Therapists, Speech and Language Therapists and Community Nurses. The seven 
Social Services employees included five Community Team based Care Managers and 
two members of the Divisional Management Group.
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4.2 ATMS 
Aim 1
To examine the degree of consistency between staff in their assessment of risk 
when clients present with HIV risk sexual behaviour.
In order to address aim 1 the twenty subjects were required to assess the risks present 
in two Case Examples (Case 1 -‘Kate’ and Case 2 - ‘John’). They were asked to first 
identify the different types of potential risk and then to assess the degree of HIV risk.
4.2.1 THE TYPES OF RISK
Table 1 (page 99) provides a list of the types of risk that the twenty subjects identified 
in Case Examples 1 and 2 and shows the number of subjects that identified each type 
of risk. In Table 1 the risks are grouped in terms of ‘client related risks’ and ‘service 
related risks’.
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Table 1 - Types of risk identified
Types of Risk Case 1 - Case 2 -
Kate John
Number of Number of
subjects subjects
Client related risks;
HIV 20 20
Other sexually transmitted diseases 18 20
Pregnancy 10 6
Abuse (physical/sexual) 7 9
Psychological /relationship problems 2 1
Illegal sexual activities 0 1
Social image 0 1
Sub-Total 57 58
Service related risks;
Falling between services 4 0
Joint Service failing its duty of care 2 0
Sub-Total 6 0
Total number of risks identified 63 58
Mean number per subject 3 3
Range 1-5 2-4
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Total number of risks
As Table 1 shows, the subjects have identified a similar number of risks for Cases 1 
and 2. In Case 2 all of the identified risks relate to the client, while in Case 1 six 
(10%) of the identified risks relate to the Service.
A Spearman Correlation between the total number of risks identified by the subjects 
in Cases 1 and 2 reveals a significant relationship (r = .47, p = .04). The number 
of risks a subject identifies in Case 1 is therefore related to the number they identify 
in Case 2.
The Mann-Whitney test shows that the number of risks identified by the subjects did 
not differ significantly according to the subjects’ gender (Case 1, z = -1.55, p = .12. 
Case 2, z = -.90, p = .37), job (Case 1, z = -.70, p = .48, Case 2, z = -1.08, 
p = .28) or HIV work experience (Case 1, z = -.52, p = .61, Case 2, z = -1.16, 
p = .25). A Spearman Correlation between the number of risks identified and the 
subjects’ years of learning disabilities work experience shows that this relationship is 
not significant (Case 1, r = -.30, p = .20, Case 2, r = .04, p = .88).
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specific risks
Table 1 shows that the subjects have consistently reported ‘HIV’ and ‘other sexually 
transmitted diseases’ as potential risks in both Case Examples.
The risk factors that best discriminate between subjects are those of ‘pregnancy’ and 
‘abuse’. Differences between those subjects who did and did not identify ‘pregnancy’ 
and/or ‘abuse’ as potential risks in Cases 1 and 2 were analysed in terms of their 
gender, job (Health or Social Services) and HIV work experience, using Chi-Square. 
Only one significant difference was found. This was the finding that significantly 
more female than male subjects identified ‘abuse’ as a potential risk in Case 1, ‘Kate’, 
(chi-square 4.62, df 1, Fisher’s Exact p = .05). The Fisher’s Exact Test was used 
due to the small number of subjects.
The Chi-Square statistic was used to test whether the identification of ‘pregnancy’ or 
‘abuse’ as risks in Case 1 was related to their identification in Case 2. No significant 
relationship was found for ‘pregnancy’ (chi-square 2.40, df 1, Fisher’s Exact p = 
.30) or ‘abuse’ (chi-square 3.04, df 1, Fisher’s Exact p = .16).
4.2.2 THE DEGREE OF HIV RISK
The Case Questionnaire required the subjects to estimate and rate the HIV risk 
associated with each Case Example. Table 2 (page 102) shows the subjects’ ratings 
of HIV risk on a five point scale where zero is no risk and four is high risk. Table 
2 shows the subjects’ HIV ratings for the named client, other clients, care staff and 
members of the public. A total of these ratings provides the overall HIV rating.
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Table 2 - HIV risk ratings 0 (no risk) - 4 (high risk)
Case 1 - Kate
HIV Risk to: Mean Rating Range
Client (Kate) 3.35 1 -4
Other Clients 2.05 0 - 4
Care staff 0.55 0 - 3
Public 1.90 0 - 4
Overall rating 7.85 1 - 15
Case 2 - John
HIV Risk to: Mean Rating Range
Client (John) 3.25 1 - 4
Other clients 2.70 1 - 4
Care staff 0.60 0 - 3
Public 0.85 0 - 4
Overall rating 7.40 2 - 1 5
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Overall HIV ratings
Differences between the subjects in their overall HIV risk ratings were analysed in 
terms of their gender, job and HIV work experience, using the Mann-Whitney Test. 
No significant differences were found (Case 1: gender z = -.04, p = .97, job z = - 
.28, p = .78, HIV work experience z =  -1.37, p = .17; Case 2: gender z = -.88, 
p = .38, job z = -.52, p = .60, HIV work experience z = -1.37, p = .97).
The relationship between the subjects overall HIV risk ratings and the length of their 
work experience with people with learning disabilities was also analysed. The 
Spearman correlation showed no significant relationship (Case 1: r = -.13, p =  .58; 
Case 2: r = -.23, p = .34).
A Spearman correlation between the overall HIV rating by the subjects in Cases 1 and 
2 reveals a significant relationship (r = .80, p = .00). The level of HIV risk a 
subject perceives in Case 1 is therefore related to the level of HIV risk they perceive 
in Case 2.
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Comparison of HIV ratings between Cases
Differences in the HIV risk ratings associated with each Case Example were analysed 
using the Wilcoxon Signed Ranks Test. Table 3 compares the subjects ratings of HIV 
risk across the two Case Examples. The subjects ratings of overall HIV risk and risk 
to the named client, other clients, care staff and members of the public for each Case 
Example are compared.
Table 3 - A comparison of HIV risk rating by Case
Differences in the HIV 
ratings for Case 1 and 2
Wilcoxon Signed Ranks 
z value
P
Overall risk ratings - 1.08 . 28, ns
Risk to named client - .73 . 46, ns
Risk to other clients -2.67 . 01
Risks to care staff - .40 . 69, ns
Risk to members of the 
public
-2.67 . 01
Table 3 shows that there was no significant difference in the subjects’ overall ratings 
of HIV risk across the two cases. However, Case 2 (‘John’) was perceived to present 
a significantly greater HIV risk to other clients, while Case 1 (‘Kate’) was perceived 
to present a significantly greater HIV risk to members of the public.
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Comparison of HIV rating within Cases
Differences in the HIV risk ratings within each Case were analysed using the 
Wilcoxon Signed Ranks Test. A comparison of the subjects’ ratings of overall HIV 
risk and risk to the named client, other clients, care staff and members of the public 
are shown in Table 4 for Case Example 1 and in Table 5 (page 106) for Case 
Example 2.
Table 4 - A comparison of HIV risk ratings within Case 1 (‘Kate’)
Differences in the HIV 
ratings for:
Wilcoxon Signed Ranks 
z value
P
Named client and other 
clients
-3.18 . 00
Named client and care 
staff
-3.92 . 00
Named client and public -3.30 .00
Other clients and care 
staff
-3.41 .00
Other clients and public - .63 .52, ns
Public and care staff -2.93 .00
Table 4 shows that the subjects’ rated the HIV risk to the client (‘Kate’) as 
significantly higher than that of other clients, care staff or the public. Ratings of HIV 
risk to care staff were the lowest, and there was no significant difference between the 
HIV risk ratings allocated to the public or to other clients.
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Table 5 - A comparison of HIV risk ratings within Case 2 (‘John’)
Differences in the HIV 
ratings for:
Wilcoxon Signed Ranks 
z value
P
Named client and other 
clients
-2.52 . 01
Named client and care 
staff
-3.91 . 00
Named client and public -3.72 .00
Other clients and care 
staff
-3.72 .00
Other clients and public - 3.62 .00
Public and care staff - 1.36 .17, ns
Table 5 shows that the subjects rated the HIV risk to the client (‘John’) as 
significantly higher than that of other clients, care staff or the public. The ratings of 
the HIV risk to other clients were significantly higher than those of care staff and the 
public, between which there was no significant difference.
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4.2.3 ADDITIONAL INFORMATION ABOUT HTV RISK
The Case Questionnaire asked the subjects to request additional information to that 
provided in the Case Examples to help them estimate HIV risk. Table 6 lists the types 
of information requested by the subjects and shows the number of subjects that 
requested each piece of information. Table 6 groups the requests for additional 
information in to those relating to the named ‘client’, the client’s ‘partner(s)’ and the 
‘service’.
Table 6 - Requests for additional information about HIV risk
Types of information 
requested
Case 1 - Kate 
Number of subjects
Case 2 - John 
Number of subjects
Client related;
Type of sexual activity 7 5
Social activities/contacts 6 4
Injecting drug use 5 5
Knowledge of HIV 4 4
Current HIV status 2 4
Response to HIV 
education
2 2
Current safer sex practice 0 3
Sexual health history 2 1
Frequency of sexual 
activity
1 0
Sub-Total 29 28
107
Partner related;
General information 5 2
HIV status 3 2
Injecting drug use 2 1
Number of partners 1 2
Learning disability 0 1
Sub-Total 11 8
Service related;
Health & Safety 
Procedures
0 1
Sub-Total 0 1
Total number or requests 40 37
Mean number per subject 2 2
Range 0 - 4 1 - 3
As Table 6 shows, the subjects have placed a similar number of additional information 
requests for Cases 1 and 2. The proportion of requests that relate to the clients, their 
partners and the Service are also similar in each Case.
A Spearman Correlation was used to analyse the relationship between the number of 
requests for additional information made by the subjects and their perceived degree 
of HIV risk. The relationship was found not to be significant (Case 1: r = -.12, p = 
.63, Case 2: r = -.21, p = .36).
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Aim 2
To examine the degree of consistency in the actions recommended by staff when 
clients present with HIV risk sexual behaviour.
In order to address aim 2 the Case Examples and Case Questionnaires asked the 
subjects to propose actions that a Case Conference should take when presented with 
these cases.
4.2.4 THE PROPOSED ACTIONS
The actions proposed by the subjects have been classified twice. The first 
classification differentiates ‘client’ and ‘service’ oriented actions (Table 7), and the 
second classification separates those actions specific to ‘sexual health’ from those 
concerning ‘general client support’ (Table 8).
Table 7 lists the actions proposed by the subjects for Case Examples 1 and 2 and 
groups them in terms of ‘client’ and ‘service’ oriented actions.
Table 7- Proposed actions: classified according to ‘client’ and ‘service’ oriented 
actions
Case 1 - Kate Case 2 - John
Proposed actions Number of 
subjects
Number of 
subjects
Client/staff work;
Education/training around sexual health 18 20
Assess sexual health risks and 
knowledge
20 17
109
Joint work with specialist sexual health 
services
12 8
No restrictions on sexual relationships 6 4
Allocate a key worker 5 5
Access to condoms 1 8
Review general support needs 6 2
HIV test 1 6
Relationship counselling 0 7
Assess learning disabilities 5 0
Monitor sexual health 0 5
Social/assertiveness skills regarding 
safer sex
2 0
Sub-Total 76 82
Service actions;
Gain client’s consent to interventions 5 6
Decision about confidentiality of 
information
4 6
Review policy: Sexuality/Health&Safety 3 6
Inform client’s partners, carers, staff of 
risk
3 3
Decision about access to Joint Service 7 0
Sub-Total 22 21
Total number of actions 98 103
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Table 8 lists the actions proposed by the subjects for Case Examples 1 and 2 and 
groups them in terms of ‘sexual health’ and ‘general client support’ interventions.
Table 8- Proposed actions: classified according to ‘sexual health’ related and ‘general’ 
actions
Case 1 - Kate Case 2 - John
Proposed actions Number of 
subjects
Number of 
subjects
Sexual health related actions;
Assess sexual health risks and 
knowledge
20 17
Education/training around sexual health 18 20
Joint work with specialist sexual health 
services
12 8
Monitor sexual health 0 5
No restrictions on sexual relationships 6 4
Access to condoms 1 8
Review policy: Sexuality/Health&Safety 3 6
HIV test 1 6
Inform client’s partners, carers, staff of 
risk
3 3
Social/assertiveness skills regarding 
safer sex
2 0
Sub-Total 66 77
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General support actions;
Gain client’s consent to interventions 5 6
Decision about confidentiality of 
information
4 6
Allocate key-worker 5 5
Review general support needs 6 2
Relationship counselling 0 7
Decision about access to Joint Service 7 0
Assess learning disabilities 5 0
Sub-Total 32 26
Total number of actions 98 103
Mean number of actions per subject 5 5
Range 2 - 8 2 - 8
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Total number of actions
As Tables 7 and 8 show, the subjects have, as a group, proposed a similar number of 
actions for Cases 1 and 2. The proportion of the actions that relate to the clients, as 
opposed to the service, and to the clients’ sexual health, rather than their general 
support needs, are also similar in each Case.
A Spearman correlation between the total number of actions proposed by subjects in 
Cases 1 and 2 is not significant (r = .41, p = .07). However, the coefficient is 
approaching significance and a larger sample size may demonstrate a significant 
relationship between the number of actions a subject identifies in each Case Example.
The Mann-Whitney test shows that the number of actions proposed by the subjects did 
not differ significantly according to the subjects’ gender (Case 1, z = -.59, p = .56, 
Case 2, z = -.25, p = .80), job (Case 1, z = -1.10, p = .27, Case 2, z = -.48, p 
= .63) or HIV work experience (Case 1, z = -.43, p = .67, Case 2, z =  -.85, p = 
.39). A Spearman Correlation between the number of actions proposed, and the 
subjects’ years of learning disabilities work experience, shows that this relationship 
is not significant (Case 1, r = -.21, p = .38, Case 2, r = -.18, p = .44).
Specific actions
Tables 7 and 8 show that the subjects consistently propose the further ‘assessment of 
sexual health risks’ and the provision of ‘education and training around sexual health’ 
as action points in both Case Examples.
The action points that discriminate best between the subjects are ‘joint work with 
specialist services’ in Cases 1 and 2, and ‘access to condoms’ in Case 2. Differences 
between those subjects who did and did not propose these as actions were analysed in 
terms of their gender, job and HIV work experience, using the Chi-Square. No 
significant differences were found.
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4.3 ILLUSTRATIVE RESPONSES
This section provides examples of the subjects’ responses to the Case Examples. Three 
questions accompanied the Case Examples; what are the risks, what responsibilities 
does the service have and what actions should the service take. The following quotes 
illustrate the responses most frequently given by the subjects to these questions.
il What are the risks ?
Case 1 - ‘Kate’
"The risks would be that she may get HIV, she may get pregnant, she may get 
pregnant while she has a sexually transmitted disease (STD), and pass it to the child 
as well. She could be transmitting STD to her multiple partners...she’s at risk of 
having damaging relationships and psychological problems" (Speech and Language 
Therapist - Female).
"Why is she doing this? it may be about her being a woman and the vulnerabilities
about being a woman. There’s also relationship issues and issues about her own self- 
worth" (Care Manager - Female).
"Perhaps she’s taken advantage of by her sexual partners because of her learning 
disability" (Psychiatrist - Male).
"We should investigate why she doesn’t use condoms. It could be that she doesn’t 
understand the need, or that she’s easily persuaded.. .and that would be a risk in itself 
if she’s easily suggestible" (Nurse - Male).
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Case 2 - ‘John’
"He himself is at risk of STD’s and HIV, he’s at risk of getting someone else 
pregnant. He’s at risk of abuse and abusing...I’m not sure how aware he is of issues 
of consent. He’s quite vulnerable to abuse himself, may be from members of the 
public" (Speech and Language Therapist - Female).
"If John has relationships with people at the day centre, and lives on his own, he may 
have relationships with people outside the day centre and we need to bear this in 
mind" (Nurse - Male).
"There might be an issue about the use of condoms. Whether the person might be 
feeling coerced by people not to use condoms and to continue to have unprotected 
sex" (Occupational Therapist - Female).
iil What responsibilities does the service have ?
Case 1 - ‘Kate’
Protection and choice:
"There’s an issue about duty to ensure people’s safety and welfare. That’s a general 
responsibility that the learning disability service has" (Social Services Manager - 
Female).
"She should be under someone’s care...having said that there’s always going to be a 
tension with the Normalisation principle I guess. People with learning disabilities 
should be able to make their own choices" (Psychiatrist - Male).
"The service has no jurisdiction to remove her from the risk" (Care Manager - Male).
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"We don’t have the power to actually control what she does with her life" (Social 
Services Manager - Female).
"We can’t stop her going out...can’t restrict her movements. The bottom line is that 
some people, regardless of whether they have a learning disability or mental health 
problem, could choose not to change their behaviour" (Speech and Language 
Therapist - Female).
"We can’t take on the responsibility for Kate’s safety but we can help Kate take on 
that responsibility" (Clinical Psychologist - Male).
Case 2 - ‘John’
Confidentiality:
"I’d want more information (about John’s sexual relationships), but that’s in my 
position as a service provider and we always want more information about individuals. 
How much more information about this man do we have a right to find out?" (Speech 
and Language Therapist - Female).
"There’s an issue about confidentiality and about John giving us consent to talk to 
people. Information should be shared on a need to know basis. So I think that there’s 
a certain responsibility that the learning disability service has for protecting people’s 
confidentiality. But that isn’t an excuse for not taking any action" (Social Services 
Manager - Female).
Protection and choice:
"Staff have a responsibility to educate people but at the end of the day it’s up to John 
whether he uses a condom or not, his choice, but there’s also the issue of his 
partners...their knowledge and education" (Care Manager - Male).
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iiil What actions should the service take ?
Case 1 - ‘Kate’
Access:
"Just because she went to a special school it doesn’t mean that she would fit into a 
learning disability service... .because I think we can be a bit controlling and I don’t 
think that would help" (Care Manager - Female).
Education:
"We should tiy to get her to change her behaviour" (Occupational Therapist - 
Female).
"The service should continually inform her (about sex and sexual health), and adapt 
the way they inform her in as many ways as they can, to make what they’re trying 
to tell her accessible" (Speech and Language Therapist - Female).
"She might need to be given information repeatedly. Staff must not give up on her" 
(Care Manager - Female).
"I think persistence is the only way.. .keep on educating until we get it right" (Nurse - 
Male).
HIV testing:
"The learning disability service should look at how she consented to an HIV test and 
if she knows what being HIV positive means. Does she have a concept of personal 
privacy, or would she go round telling everyone that she’d had an HIV test" 
(Occupational Therapist - Female).
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"She’s had an HIV test and that could actually be quite a negative thing for her. She’s 
been told she’s not got it so she might think T’m not going to get it, it’s not going 
to happen to me’" (Care Manager - Female).
Case 2 -‘John’
Education:
"We should educate John and educate other people who are potentially at risk from 
him, so it would be about a bigger sexual health education drive at the day centre 
...and staff training" (Care Manager - Female).
"Provide education and work in line with John’s level of understanding" (Speech 
and Language Therapist - Female).
"Intervention shouldn’t be about prevention and protection solely, it should also be 
about information, knowledge and training...understanding sexual relationships 
generally and looking more broadly at these relationships" (Social Services 
Manager - Female).
Condoms:
"As well as giving the information it’s also about helping him access services 
where he can actually get condoms" (Care Manager - Female).
"We may have a responsibility to actually provide people with condoms" (Social 
Services Manager - Female).
118
5. DISCUSSION
The purpose of this study is to examine the Joint Service’s current response to clients 
who present with HIV risk sexual behaviour. Twenty members of staff from the 
Richmond and Twickenham Community Teams for People with Learning Disabilities, 
and the Joint Service Divisional Management Group, were presented with two 
hypothetical case examples, each describing a client’s HIV risk sexual behaviour. The 
subjects were required to assess the risks present in each case example, and decide 
how the Joint Service should respond.
5.1 RISK ASSESSMENT
Aim 1 - To examine the degree of consistency between staff in their assessment 
of risk when clients present with HIV risk sexual behaviour.
The risk assessment involved the subjects in first identifying the different types of risk 
present in the two case examples, and then in assessing the degree of HIV risk.
al The types of risk identified
On average, the subjects identified three different types of risk for each case. 
However, there were differences between the subjects in the number of risks they 
identified, as demonstrated by a significant correlation between the number of risks 
the subjects identified in case examples one and two. These differences could not be 
attributed to the subjects’ gender, job (Health/Social Services), experience of working 
with the learning disabled or with HIV.
‘HIV’ and ‘other sexually transmitted diseases’ (STD) were consistently reported as 
potential risks in both case examples (Table 1). The majority of the other identified 
risks were also risks to the clients, or their sexual partners. These risks included
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‘pregnancy’ and ‘physical or sexual abuse’. Significantly more female than male 
subjects identified ‘abuse’ as a risk in case one (‘Kate’). ‘Kate’s’ sexual partners were 
described in the Case Examples as non learning disabled men. It may be that while 
the male subjects were attuned to the potential for abuse in sexual relationships 
involving clients, they were generally less aware of the potential for abuse against 
women in their sexual relationships with men.
The majority of the risks identified by the subjects relate to the clients, however, 10% 
of the risks identified in case one (‘Kate’) concern the service (Table 1). These risks 
relate to problems over access to services. A client may not fit neatly in to a service, 
and may, for example, ‘fall between’ services for people with learning disabilities and 
those for people with mental health problems. In failing to provide a service to these 
clients the learning disability service could be accused of ‘failing its duty of care’.
bl The degree of HIV risk
The subjects’ own characteristics, including their gender, job (Health/Social Services), 
HIV work experience and learning disability work experience, did not significantly 
influence their assessment and rating of overall HIV risk. There were, however, 
differences between the subjects in their ratings of HIV risk. There was a significant 
correlation between the subjects’ ratings of HIV risk in cases one and two, indicating 
that those who rated the HIV risk highly in case one did likewise in case two. 
Differences between subjects in their assessment of HIV risk means that the ratings 
of at least some of the subjects were inaccurate.
The subjects were required to assess and rate the risk of HIV to the named client, 
other clients, care staff and members of the public (Table 2). A significantly higher 
risk in both cases was attributed to the client, and the lowest risk was attributed to the 
care staff (Tables 4 and 5). A comparison between the subjects HIV risk ratings 
across the two cases showed that there was no significant difference in the overall
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HIV risk perceived in each case example (Table 3). The client in case two (‘John’) 
was perceived to present a significantly higher HIV risk to other clients, while the 
client in case one (‘Kate’) was perceived to present a significantly greater HIV risk 
to members of the public.
The low HIV risk to care staff, that the subjects report in both cases, may reflect the 
roles that these clients’ carers are assumed to hold. As both of the clients in the case 
examples live independently, the support they need is likely to be that of managing 
practical tasks and/or social activities and relationships. There is no indication in the 
case examples that care staff would have any contact with the clients that would place 
them at risk of HIV infection, even if the clients were HIV positive.
The higher HTV risk to other clients reported in case two (‘John’) reflects the fact that 
he is described in the case example as operating largely within client networks, while 
case one (‘Kate’) is described as operating largely outside client networks.
‘John’, however, may also be pursuing sexual relationships with non learning disabled 
people. He is described in the case example as living independently, engaging in 
successive brief sexual relationships with both men and women, while identifying 
himself as heterosexual. It may be concluded that ‘John’ has the opportunity and the 
motivation to seek out sexual relationships with people outside of client networks. His 
profile is, in fact, similar to those of the men who Cambridge et al. (1994) and 
Thompson (1994) found were involved in cottaging. It is clear from the transcripts 
that one or two of the subjects were aware of this possibility.
When assessing HIV risk, the subjects were asked to request additional information 
to that provided in the case examples (Table 6). An average of two additional 
information requests were made by each subject for each case example. Only one 
information request related to a service issue and this concerned the presence of 
Health and Safety Procedures. The lack of service related information requests is 
likely to be due to the perceived low HIV risk to staff.
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The majority of the subjects’ requests related to additional information about the 
clients. These requests were for information about the clients’ exposure to HIV risk 
through their choice of sexual activities, sexual partners and drug use, or about the 
clients’ ability to manage HIV risk, such as through the practice of safer sex. These 
types of request reflect the two components of HIV risk assessment identified by 
McCarthy and Thompson (1994). McCarthy and Thompson (1994) emphasised the 
need to assess both the risks associated with the client’s sexual behaviour and the 
client’s ability to control the risk. They base their assessment of a client’s ability to 
control the risk on their understanding of the risk, their access to condoms, ability to 
use condoms, ability to negotiate safer sex and opportunity for privacy. It is clear 
from the subjects responses that they are not all requesting sufficient information to 
carry out a comprehensive risk assessment.
cl Conclusion
The subjects agreed that the risk of ‘HIV’ and other ‘STD’ was present in both case 
examples. There were, however, differences between the subjects in the number of 
potential risks they identified in the case examples and in the level of HIV risk they 
perceived. This indicates that the subjects’ assessments of risk varied considerably in 
their accuracy and detail.
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5.2 SERVICE RESPONSE
Aim 2 - To examine the degree of consistency in the actions recommended by 
staff when clients present with HIV risk sexual behaviour.
al The proposed actions
The subjects proposed, on average, five action points each for each case. There were 
differences between subjects in the number of action points they proposed, however 
there was not quite a significant relationship between the number of actions the 
subjects proposed in cases one and two. This relationship may have proved significant 
had the number of subjects been greater.
The proposed action points were classified twice. Once according to ‘client’, as 
opposed to ‘service’ related actions, and once according to ‘sexual health’, as opposed 
to ‘general client support’ actions.
According to the first classification, 78% of case one actions (‘Kate’) and 80% of case 
two actions (‘John’) relate to the ‘client’ as opposed to the ‘service’ (Table 7). The 
remaining ‘service’ actions included decisions about access to the Joint Service, the 
confidentiality of client information and the clients’ consent to intervention. Seven 
subjects raised the question of ‘Kate’s’ access to the Joint Service. In the case example 
she presents as a person with borderline learning disabilities who has had no previous 
input from services. The consideration given by the subjects to ‘Kate’s’ access to 
services may reflect their concerns about resource implications, in terms of staff time 
and finance, or concerns about the restrictions she may experience once she is labelled 
as learning disabled. All the ‘service’ related actions address the question of how 
invasive the service should be, when attempting to manage HIV risk. Nine of the 
subjects mentioned the need for policy guidance on Sexuality, and Health and Safety, 
when making decisions about the management of HIV risk.
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The second classification separates those actions relating specifically to ‘sexual health’ 
from those relating to ‘general client support’ (Table 8). 33% of case one actions and 
25% of case two actions relate to ‘general support’ needs. These actions are designed 
to inform and support the interventions around sexual health. They include the 
allocation of a key worker to act as a coordinator, the assessment of the clients’ level 
of learning disability, and the assessment of the clients’ practical and social support 
needs.
The remaining 67% of case one actions (‘Kate’) and 75% of case two actions (‘John’) 
relate specifically to ‘sexual health’ issues. The subjects consistently proposed the 
further ‘assessment of sexual health risks’ and the provision of ‘education and training 
around sexual health’ as action points for both case examples. Other actions points 
support these primary actions. The shared assessment, education and monitoring of 
clients with specialist sexual health services is recommended by twelve subjects in 
case one and eight in case two. A number of subjects also recommend HIV testing. 
However, there is some evidence in their responses that they have considered the 
issues around consent to HIV testing and the potential disadvantages associated with 
testing.
The main aim of the proposed interventions is to increase the client’s knowledge of 
HIV so as to enable them to make informed decisions about their own behaviour. 
None of the subjects recommend imposing restrictions on the clients behaviour, and 
six subjects in case one and four in case two state explicitly that they would not 
attempt to restrict the clients’ sexual relationships.
The subjects’ responses demonstrate that they are aware of the need to tailor 
educational initiatives to suit the clients’ learning needs. However, there were no 
comments on how the sexual expectations of people with learning disabilities may be 
different from those of non learning disabled adults. From their perspective as sex 
educators, Thompson (1994) and McCarthy (1994) describe a consistent pattern in the 
sexual activities of men and women with learning disabilities who have sex with men.
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Within these relationships people with learning disabilities were found to be passive, 
in that they did not control or choose their sexual activities. Thompson (1994) and 
McCarthy (1994) found that many of their clients did not view sex as an activity that 
was intended for their pleasure. Educational initiatives need to take this finding into 
account.
The subjects emphasised education as the main route to safer sex. However, 
knowledge of sex and HIV/AIDS is only one of the factors necessary for the practice 
of safer sex. Other important factors are the clients motivation to protect themselves 
from HIV, their access to condoms and ability to use them, their ability to negotiate 
safer sex and the opportunity for privacy and time (McCarthy and Thompson 1994). 
As Scotti et al. (1996) point out, at the end of a safer sex education programme 
clients are likely to need ongoing support to make use of their new knowledge and 
skills. While the ‘availability of condoms’ and the need for ‘social and assertiveness 
skills’ are mentioned in the action points, it is by a minority of subjects.
h) Conclusion
The subjects agreed that the further ‘assessment of sexual health risks’ and the 
provision of ‘education and training around sexual health’ were the primary actions 
that the service should take in response to the case examples. All of the subjects 
supported a ‘non-protectionist’ style of response. The majority of the proposed actions 
were about informing and educating the clients so that they could be responsible for 
protecting themselves.
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5.3. THE RELATIONSHIP BETWEEN RISK AND RESPONSE
This study examined the Joint Service’s current response to clients’ HIV risk sexual 
behaviour. The finding was that when professional staff are first presented with a 
client whom they perceive to be at risk of HIV infection, as a result of their sexual 
behaviour, the staff response is ‘non-protectionist’. In balancing client empowerment 
and service protectionism the staff come down firmly on the side of client 
empowerment.
The initial response of the staff, when presented with a client’s HIV risk sexual 
behaviour, is to stand back and assess the risks to the client, other clients and staff. 
The information gathered in this assessment is then used to inform educational and 
training initiatives that promote sexual health. These interventions aim to increase 
clients’ knowledge about sexual relationships and sexual health so that they are better 
able to make informed choices about their sexual behaviour. The responsibility for 
sexual health remains with the client, and the service adopts an advisory and 
supportive role. The service does not use invasive approaches, such as attempting to 
restrict clients’ sexual relationships.
Staff support for client choice, as enshrined in the ‘five accomplishments’ (O’Brien 
1987), is clearly evident.
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5.4. IMPLICATIONS FOR THE JOINT SERVICE
This study has several direct implications for practice in the Joint Service. The first 
is in the area of risk assessment. The participants in this study varied considerably in 
their ability to identify and evaluate risks where there are concerns about a client’s 
sexual health. For example, few of the participants in the study requested sufficient 
information about the Case Examples to allow them to carry out an accurate 
assessment of HIV risk. While the Joint Service has procedures that provide a 
framework for risk assessment, the outcome of this process relies entirely on the 
knowledge and experience of those assigned to the task. The quality of Joint Service 
risk assessments concerning sexual health issues clearly needs to be improved. This 
will involve both increasing the knowledge base within the Joint Service, through staff 
training, and drawing on expert knowledge from outside the Joint Service. This will 
involve establishing better liaison and joint working with primary care services, such 
as General Practitioner’s and Senior Clinical Medical Officer’s, and with specialist 
services, such as Sexual Health Clinics.
The Joint Service also needs to consider the implications of a ‘non-protectionist’ 
stance. This approach is firmly in line with Joint Service philosophy, as described in 
the ‘five accomplishments’ (O’Brien 1987). However, as Brown (1992) points out, 
the concept of client ‘choice’ becomes problematic when risk is involved. The issue 
of HIV clearly demonstrates the tension between choice and risk that learning 
disability services are required to manage, as the consequence of HIV infection is 
death. Learning disability services are required to balance their duty to protect chents 
from harm with their desire to empower clients to take responsibility for themselves. 
Instead of assuming an inflexible and ‘non-protectionist’ stance the Joint Service 
therefore needs to consider the type and degree of sexual health risk it finds tolerable, 
and for how long. When a risk is deemed unacceptable to the service, consideration 
needs to be given as to how action might then proceed. The service may be involved 
in delivering more active support to clients, such as supplying condoms or providing
127
opportunities for privacy, or in using restrictive practices, such as increasing 
supervision or arranging placement changes. In order to facilitate the decision making 
process, specific guidance on the management of sexual health risks, including HIV, 
needs to be built into the policy documentation of the Joint Service.
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5.5. METHODOLOGY
In the Joint Service serious concerns about a client’s sexual health are discussed at a 
Case Conference. This is a multidisciplinary meeting that is held under the Risk 
Taking Policy (1996) or the Abuse Procedure (1996).
In this study the subjects were presented with two hypothetical case examples of high 
HIV risk sexual behaviour. The subjects were instructed to assess the risks involved 
in the cases and propose action points, as they would be required to do at a Case 
Conference. This method of evaluation was chosen as it reflects the decision making 
process faced by the subjects in their day to day practice.
Hypothetical cases were used in order to protect client confidentiality and ensure that 
none of the subjects were already familiar with the cases. Each case example used in 
the study describes a client’s circumstances and the sexual behaviour that is causing 
concern. One of the case examples describes a male client who is already supported 
by the Joint Service, while the other describes a female client who is operating on the 
periphery of services. The degree of detail in the case examples is typical of that 
currently presented at Case Conferences. This information may come from a variety 
of sources. Information about a client’s sexual behaviour may, with their consent, be 
given to the Joint Service by a client’s General Practitioner or Health Advisor. When 
any member of Joint Service staff receives information about a possible risk to a client 
or staff member they are required to report it to their line manager, even if it is told 
to them in confidence.
There are, however, limitations caused by relying on hypothetical case examples. The 
information that was given to the subjects about each case was selected by the 
researcher. Because the cases were hypothetical the subjects did not have the 
opportunity to read through background information, or interview the clients and their 
staff or carers. The subjects were presented with the researcher’s version of events, 
and this bias will have influenced the subjects’ understanding of the clients’ behaviour.
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It is difficult to generalise the findings from two hypothetical case examples. The 
results of this study reflect the response of this group of subjects, at one point in time, 
to the researcher’s account of two case examples. It cannot be assumed that the Joint 
Service would respond to all cases of high HIV risk sexual behaviour in the same way 
that these subjects have to these case examples.
In this study the subjects were informed that the case examples involved HIV risk. 
This was done in order to ensure that the subjects considered the implications of this 
issue. The risks associated with HIV are higher than for any other sexual health 
problem and therefore present a particular challenge to services. However, presenting 
HIV as the key concern may have caused the issue to dominate more than it would 
have had no introduction been made. This emphasis may also have significantly 
influenced the results.
Members of the Community Teams and the Management Group were chosen as 
subjects in the study as they have a key role in decision making at Case Conferences. 
However, the staff who participated in this study cannot be considered to be 
representative of these groups. The subjects were a self selected group, and therefore 
likely to be people who were interested in, and comfortable with, the issue of sexual 
health and HIV. Indeed, thirteen of the twenty participants had prior experience of 
HIV in their work with people with learning disabilities. A random selection of 
subjects fi*om the Community Teams and Management Group would have produced 
a more representative sample.
In addition to the above all of the subjects in the study were colleagues of the 
researcher, who works as a Clinical Psychologist in the Richmond Community Team. 
This relationship may have made the subjects more guarded in their responses than 
they might have been had the researcher been unknown. A researcher from outside 
the Joint Service would certainly have provided a greater level of anonymity to the 
participants.
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The sample size in this study was small. This meant that significant differences 
between the subjects in their responses to the case examples were less likely to be 
revealed. A larger sample size would have produced more robust results.
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5.6. FURTHER RESEARCH
This study aimed to examine how the Joint Service responds to clients’ HIV risk 
sexual behaviour. There are a number of ways in which this could more accurately 
be achieved.
Firstly there is the selection of subjects. This study targeted a small group of 
professionally trained staff in the Joint Service rather than reflecting a cross section 
of staff opinion within the service. This was done in order to involve those staff who 
have a key role in Case Conferences, however, a more representative sample of staff 
would be interesting to assess. A subject pool that included direct support staff from 
residential, day and community services would reveal differences between staff groups 
in their attitudes towards the sexuality and sexual health of clients.
Improvements could also be made to the method. Although this study attempted to 
reflect the process of a Case Conference the subjects were making an individual 
assessment, rather than the usual group assessment, of the presented cases. The case 
examples could be presented to multidisciplinary groups of staff, as would be found 
at a Case Conference. An evaluation of the process of group decision making in the 
Joint Service would be valuable as this method is relied on in the area of sexuality and 
risk.
An alternative strategy would be to evaluate a selection of the actual Case Conferences 
that take place in the Joint Service and concern sexual health. Both the process of 
decision making and the outcome of Case Conferences could be studied. However, 
in studying Case Conferences alone, those clients who are experiencing sexual health 
difficulties but are not coming to the attention of services are ignored. It would be 
valuable to find out from a random sample of clients accurate information about their 
sexual health status and the support they receive from the Joint Service in this area.
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However, gaining reliable information from clients about such a sensitive issue as 
sexual health is likely to be extremely difficult. Ensuring that this information then 
remains confidential would also be problematic. Research in this area itself highlights 
the tension between client privacy and service intervention.
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APPENDIX 1 - CASE EXAMPLE INSTRUCTIONS
I am doing a project to look at how this Service responds when clients are found to 
be at risk of contracting HIV. I am interviewing those people who may be involved 
in making decisions at a Case Conference. I am speaking to members of the 
Community Teams and the Management Group. The names of those taking part in the 
project will not be disclosed.
I’m going to ask you to read 2 examples of cases that could be presented at a Case 
Conference. I’d like you to think through the questions you would need to address if 
you were part of that Case Conference. These are written under the case example.
As you are thinking I would like you to speak out loud so that I can record you. 
After this I would like you to fill in a short form about the case.
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APPENDIX 2 - CASE EXAMPLES
CASE 1 - KATE
Kate is a 27 year old woman with borderline learning difficulties. She lives alone and 
is supported by her family who live locally. She attended a special school but has had 
no subsequent input from services.
Kate has presented herself at the Sexual Health Clinic three times during last year. 
Each attendance has resulted in the diagnosis of a new sexually transmitted disease and 
she reports having unprotected sexual intercourse with multiple partners. She agreed 
to an HIV test 6 months ago and the result was negative. Kate has not changed her 
behaviour despite repeated advice about safer sexual practice from the health advisors 
at the clinic. They feel that she needs more specialist support and have referred her 
to the Learning Difficulties Service.
What are the risks ?
What responsibilities does the Learning Difficulties Service have ? 
What actions should the case conference take ?
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CASE 2 -JOHN
John is a 26 year old moderately learning disabled man. For the last two years he has 
lived alone with input from Community Support Workers.
John has lived in hostels for most of his life and his case notes mention that he has 
had sexual relationships with both male and female residents. His three year 
relationship with his girlfriend ended recently and since then he has had a number of 
brief sexual relationships with male and female clients he has met at the local day 
centre. As far as staff are aware John does not use condoms and is not aware of HIV 
or other sexually transmitted diseases.
What are the risks ?
What responsibilities does the Learning Difficulties Service have ? 
What actions should the case conference take ?
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APPENDIX 3 - CASE QUESTIONNAIRE
1. Estimate the HIV risk to the following people:
no HIV risk hyh HW &
The named client-------------- 0-------------- 1---------------2--------------- 3---------------4
Other client(s)------------------ 0---------------1---------------2--------------- 3-------------- 4
Care Staff 0---------------1---------  2----------------3---------------4
Members of the public 0---------------1---------------2--------------- 3------------- -4
What additional information would help you estimate HIV risk ?
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2. What action should the case conference take ?
Consider in relation to the:
Named
client
Other
clients
Staff
Clients’
families
Examples: Provide general education and advice re. HIV & safe sex
Place restrictions on client’s sexual behaviour (supervision, section, 
seclusion)
Attempt to gain more information about client’s sexual behaviour 
Test for HIV
Inform others about client’s sexual behaviour / HIV risk
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APPENDIX 4 - SUBJECT QUESTIONNAIRE
Team: Richmond / Twickenham / DMG
Job Title: Health Service / Social Services
Sex: Male / Female
How long have you worked with adults with learning disabilities ?
Have you had to consider the issue of HIV in your
work with adults with learning disabilities ? Y / N
Were either of the case examples familiar ? Y / N
Would you feel confident about dealing with these
cases at a Case Conference? Y / N
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APPENDIX 5 - EXAMPLE OF A CASE EXAMPLE TRANSCRIPT TCase 1 )
"The risks would be that she may get HIV, she may get pregnant, she may get 
pregnant while she has a sexually transmitted disease, and pass it to the child as well. 
She could be transmitting sexual diseases to her multiple partners....she’s at risk of 
having damaging relationships and psychological problems.
She has borderline learning disabilities so it might be quite difficult to explain things 
to her. .things will need to be gone over and over again, with lots of practical support, 
before she understands what people are saying. It will be quite difficult for her to 
understand the consequences of her actions...she’s at risk from abuse as well I 
suppose.
What responsibilities does the service have?... .1 suppose they have a responsibility to 
continually inform her, and to adapt the way they inform her in as many ways as they 
can, to make what they’re trying to tell her accessible. They have a responsibility to 
be there to provide support whenever she needs it.....also they have a responsibility 
to be there if she decides to ignore their advice....they have a responsibility to link 
her up to generic and specialist services. They have a responsibility to advise the 
sexual health clinic on how to adapt what they usually offer to clients....and to 
maintain that relationship, because I suppose people who ignore advice long term 
would probably then get priority service from the Sexual Health Clinic, to try and 
stop that decline. I suppose the Learning Disability Service also has a responsibility 
to offer some sort of long term help as well....to help her build relationships that 
aren’t just based on sex. I think actually that the Learning Disability Service may do 
less than what I’ve said. The clinic would do more of the sexual health stuff and the 
Learning Disability Service would do more of the preventative work. If she chooses 
to follow advice the Learning Disability Service could support this.. .with time, work, 
women’s groups..
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Actions..they should probably decide on a key worker, so that Kate feels she has one 
consistent person. That person could have quite a long term role... .and then someone 
should act as the link to the sexual health clinic...begin negotiating with them and 
finding out about their service. The key person will need to find out more about her 
and find out how she feels, get her perspective on it all....and also if she has any 
family what do they have to say - fact finding really, information gathering. Then 
decide on the way forward. "
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APPENDIX 6 - COHEN’S KAPPA
Reliability of data classification - tested using Cohen’s Kappa:
RESEARCHER
Present Absent Total
INDEPENDENT
RATER Present 66 70
Absent 8 59 67
Total 74 63 137
k = (66 + 59) - [ (70 X 74 / 137) + (67 x 63 / 137) ]
137 - [ (70 X 74 / 137) + (67 x 63 / 137) ]
k = 125 - (37.81 + 30.81)
137 - (37.81 + 30.81)
k = 125 - 68.62
137 - 68.62
k = 56.38 
68.38
k = 0.82
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ABSTRACT
This s tu d y  examines the  p re se n ta tio n  and fu n c tio n  o f  r e p e t i t iv e
a c t iv i t i e s  in  a  le a rn in g -d isa b le d  p o p u la tion . An in i t i a l  sc re e n in g  o f  
a d u lts  w ith lea rn in g  d is a b i l i t ie s  c u r re n t ly  in  r e s id e n t ia l  placem ents in  
one London Borough showed th a t  24% d isp lay ed  r e p e t i t iv e  a c t iv i t i e s .  The 
fu n c tio n a l s ig n if ic a n c e  o f  th e se  c l i e n t s ’ predom inant r e p e t i t iv e  
a c t iv i t ie s  was a s se s se d  th rough  s t a f f  in terview . I t  was hypo th esised  
th a t  th e  perce ived  fu n c tio n  o f  a  r e p e t i t iv e  a c t iv i ty  would be r e la te d  to  
th e  c la s s  o f  behav iour p resen ted , an in d iv id u a ls  lev e l o f  independence 
s k i l l  and th e i r  r e s id e n t ia l  s e t t in g  (hosp ita l/com m unity ). The fu n c tio n s
a t t r ib u te d  to  c l i e n t s ’ re p e t i t iv e  a c t iv i t ie s  were s ig n i f ic a n t ly  re la te d  
to  th e i r  leve l o f  independence s k i l l .  This r e la t io n s h ip  overshadowed 
d if fe re n c e s  in  fu n c tio n  due to  the  c la s s  o f  behav iour p re sen te d  o r  th e  
r e s id e n t ia l  s e t t in g . S ta f f  rep o rte d  th a t  th e  r e p e t i t iv e  a c t iv i t i e s  o f  
c l ie n ts  w ith h ig h e r lev e ls  o f  independence s k i l l  were m aintained by
s o c ia l  co n tin g en c ies , and p a r t ic u la r ly  escap e /av o id an ce , w hereas the  
r e p e t i t iv e  a c t iv i t ie s  o f  le ss  ab le  c l ie n ts  were m aintained by th e i r  
sen so ry  consequences. The r e s u l t s  a re  d isc u sse d  in  r e la t io n  to  
hom eostasis and o p eran t th e o rie s  o f  r e p e t i t iv e  behav iour.
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1. INTRODUCTION
R ep etitiv e  and r i t u a l i s t i c  behav iours in  th e  g en e ra l p o p u la tio n  a re  
ty p ic a lly  a s so c ia te d  with obsessive-com pulsive  d iso rd e r . However people 
w ith le a rn in g  d is a b i l i t ie s  a re  r a r e ly  d iagnosed  a s  obsessive-com pulsive . 
R esearch  a t te n tio n  has in s te ad  fo cu sed  on the  sim ple s te re o ty p ic  
b ehav iou rs  h ig h ly  p re v a le n t among the  se v e re ly  le a rn in g -d isa b le d . This 
s tu d y  examines th e  co n ten t and fu n c tio n  o f  th e  ran g e  o f  re p e t i t iv e  
a c t iv i t i e s  p resen ted  by people with le a rn in g  d is a b i l i t ie s .
1 .1  O bsessive-C om pulsive  D iso rd e r
1 .1 .1  D e f in i t io n
DSM -III-R (1987) d e fin e s  obsessive-com pulsive  d is o rd e r  (OCD) as  
" re c u r re n t o b sess io n s  o r  com pulsions s u f f ic ie n t ly  sev e re  to  cau se  marked 
d i s t r e s s ,  be time consuming (more th an  one hour p e r  d ay ), o r  
s ig n if ic a n t ly  in te r f e r e  with the  p e r s o n 's  normal ro u tin e , o c cu p a tio n a l 
fu n c tio n in g , u su a l s o c ia l  a c t iv i t ie s  o r  re la t io n s h ip s  w ith o th e rs " .
O bsessions a re  defined  by the  fo llow ing c r i t e r i a  in  DSM -III-R :
1) R ecurren t and p e r s is te n t  ideas, th o u g h ts , im pulses o r  images th a t  a re  
experienced , a t  le a s t  in i t ia l ly ,  a s  in tru s iv e  and s e n se le s s .
2 ) The p erso n  attem pts to  ignore o r  su p p re ss  such  th o u g h ts  o r  im pulses 
o r  to  n e u tra l is e  them with some o th e r  though t o r  a c tio n .
3) The p erso n  reco g n ise s  th a t  the  o b sess io n s  a re  a  p ro d u c t o f  h is  o r  h e r 
own mind, no t imposed from w ithout.
4) The co n ten t o f  the  o b sessio n  is  no t r e la te d  to  any c o e x is tin g  
d iso rd e r , e .g .  o b sessio n s  a re  no t about food  in  th e  p resen ce  o f  an 
ea tin g  d is o rd e r  o r  g u i l t  in  the  p resence  o f  m ajor d ep re ss io n .
1
Compulsions a re  defined  by the  fo llow ing  c r i t e r i a  in  DSM -III-R :
1) R epetitive , p u rp o se fu l and in te n tio n a l behav iours th a t  a re  perform ed 
in  resp o n se  to  an  o b sess io n , acco rd in g  to  c e r ta in  ru le s  o r  in a
s te re o ty p e d  fa sh io n .
2) The behav iour is  designed to  n e u tra l is e  o r  to  p rev en t d isco m fo rt o r
some dreaded even t o r  s i tu a t io n  ; however, e i th e r  th e  a c t iv i ty  is  no t 
connected  in  a  r e a l i s t i c  way to  what i t  is  designed  to  p rev en t, o r  is  
c le a r ly  ex cessiv e .
3) The perso n  reco g n ise s  th a t  h is  o r  h er behav iour is  ex ce ss iv e  and 
u n reasonab le  and does no t d e riv e  p le a su re  from c a r ry in g  ou t the
a c t iv i ty  a lthough  i t  p rov ides a  re le a s e  o f  ten sio n . A fte r rep ea ted
f a i lu r e  a t  r e s i s t in g  th e  com pulsions th e  p e rso n  may g ive in to  them and 
no longer experience a  d e s ire  to  r e s i s t  them.
I t  shou ld  be noted th a t  com pulsions can  be c o v e rt a s  well a s  o v e r t and 
may a c t  to  in c re a se  r a th e r  than  reduce an x ie ty  (Edelmann 1992).
The m a jo rity  o f  OCD p a t ie n ts  experience bo th  o b sess io n s  and com pulsions 
and the  u su a l sequence is  f o r  an o b sess io n  to  lead to  a  com pulsion. 
People can  however p re se n t with one o r  o th e r  o f  th e se  symptoms and s t i l l  
be d iagnosed  a s  obsessive-com pulsive  (Rachman and Hodgson 1980).
1 .1 .2  C l in ic a l  P re s e n ta t io n
In  th eo ry  th e re  could  be an in f in i te  v a r ie ty  o f  o b se ss io n s  and 
com pulsions bu t, in  f a c t ,  th e re  a re  s e v e ra l m ajor c a te g o r ie s . R apoport 
(1990) id e n tif ie s  the  fo cu s  o f  common o b sess io n s  a s  being con tam ination , 
h ea lth , ag g re ss io n , sex  and o rd e r lin e s s . The most common com pulsions a re
c lean in g  o r  washing r i t u a l s .  O thers inc lude coun ting , checking  and 
a rra n g in g  r i t u a l s .
1 .1 .3  E pidem iology
U ntil th e  1980' s  th e  only  estim ate  o f  th e  incidence o f  OCD in  the  
g en e ra l p o p u la tio n  was Rudin’ s  (1953) f in d in g  o f  0.05%. D ata from  the  
N ational Epidemiology Catchment Area Survey in  the  United S ta te s  was 
f i r s t  pub lished  in  the  mid 1 9 8 0 's  and rev ea led  life tim e  p rev a len ce  r a te s  
o f  2.5% in  the  g en era l pop u la tio n  (Robins, H elzer and Weissman 1984).
P rev ious underestim ates o f  the  p revalence  o f  OCD have been a t t r ib u te d  to  
th e  lack  o f  s ta n d a rd  assessm en ts , th e  lack  o f  a v a ila b le  trea tm e n ts , the  
s e c re t iv e  n a tu re  o f  OCD and the  d i f f i c u l ty  in  d ia g n o sis  due to  the  
f re q u e n t com orbidity  o f  OCD with o th e r d iso rd e rs .
Rachman and Hodgson (1980) id e n tif ie d  the  average age o f  o n se t f o r  OCD 
a s  la te  ado lescence  o r  th e  e a r ly  2 0 's . The co u rse  o f  th e  d is o rd e r  is  
u su a lly  ch ro n ic  w ith a  waxing and waning o f  symptoms.
The re c o g n itio n  th a t  OCD is  more common th an  p re v io u s ly  be lieved  and the  
fin d in g  th a t  1 /3  o f  OCD p a tie n ts  experience o n se t o f  the  d is o rd e r  b e fo re  
15 y ea rs  o f  age has drawn a t te n tio n  to  the  p re se n ta tio n  o f  OCD in  
ch ildhood. F lament, Whitaker and R apoport (1988) es tim ate  th e  p rev a len ce  
o f  OCD among ad o le sc en ts  a s  1.9% and the  peak age o f  o n se t a s  10-14 
y ea rs  o f  age. Males appear to  have an e a r l ie r  age o f  o n se t and a re  more 
h igh ly  re p re se n te d  than  fem ales in c h ild  p o p u la tio n s . In  adu lthood  OCD 
is  eq u a lly  p rev a len t among fem ales and males. The c o n te n t o f  the  
o b sess io n s  and com pulsions p resen ted  by c h ild re n  app ea r v e ry  s im ila r  to
th o se  found in  adulthood and the  p a t te rn  o f  a s s o c ia te d  d is o rd e rs  among 
c h ild re n  is  a lso  s im ila r  to  th o se  found among a d u lts .
There is  a  h igh  degree o f  com orbidity  w ith OCD, w ith h a lf  o f  tho se  
d iagnosed  a s  OCD p resen tin g  with a  c o e x is tin g  d iso rd e r . The most common 
a re  m ajor d ep ress io n , an x ie ty , e a tin g  d is o rd e rs  and T o u re tte ’ s  syndrome.
1 .1 .4  T o u r e t t e 's  Syndrome
There is  a  complex re la t io n s h ip  between OCD and T o u re tte ’s  syndrome. 
DSM -III-R (1987) d e sc rib e s  the  main f e a tu re s  o f  T o u re tte ’ s  syndrome a s  
"m ultip le motor and one o r  more voca l t i c s .  These may appear 
s im ultaneously  o r  a t  d i f f e r e n t  p e rio d s  d u ring  th e  i l ln e s s .  The t i c s  
occu r many tim es a  day, n e a rly  every  day o r  in te rm itte n tly  th roughou t a  
p erio d  o f  more than  one y ear. The anatom ic lo c a tio n , number, frequency , 
com plexity and s e v e r i ty  o f  the  t i c s  changes over tim e".
The t i c s  them selves a re  d if f e re n t ia te d  from com pulsions in  th a t  they  a re  
in v o lu n ta ry  r a th e r  th an  in te n tio n a l behav iou rs.
The p revalence  o f  T o u re tte ’ s  syndrome in th e  g en era l p o p u la tio n  is  0 .5  
p e r  1000 and 30%-60% o f  T o u re tte ’s  p a t ie n ts  have le a rn in g  d is a b i l i t ie s .  
T o u re tte ’ s  syndrome is  th re e  times more common in males th an  fem ales and 
i t s  median age o f  o n se t is  7 y e a rs . The co u rse  o f  th e  d is o rd e r  is  
u su a lly  l ife lo n g  with o cca s io n a l p erio d s  o f  rem ission .
A re la t io n s h ip  between T o u re tte ’ s  syndrome and OCD is  f re q u e n tly  
observed  and between 20%-80% o f  T o u re tte ’ s  p a t ie n ts  a lso  p re s e n t with 
obsessive-com pulsive  symptoms. The b a s is  o f  th is  re la t io n s h ip  rem ains 
o b scu re  (F rankel 1986).
1.2 Obsessive-Compulsive Disorder and People with Learning Disabilities
The l i t e r a tu r e  su g g es ts  th a t  re p e t i t iv e  and r i t u a l i s t i c  behav iours 
c h a r a c te r i s t ic  o f  OCD a re  very  r a r e  among people w ith le a rn in g  
d is a b i l i t i e s  (McNally 1987). There a re  few p revalence  s tu d ie s  o f  OCD in 
th is  p o p u la tio n , p o ss ib ly  due to  th e  t r a d i t io n a l  b e l ie f  th a t  o b sess iv es  
a re  o f  above average in te llig e n c e  and th a t  OCD does n o t e x is t  among 
people w ith le a rn in g  d is a b i l i t ie s  (Rosenberg 1967).
Only two s tu d ie s  have re p o rte d  the  p revalence  o f  p s y c h ia t r ic  symptoms, 
inc lud ing  OCD, among le a rn in g -d isa b le d  a d u lts . C ra f t  (1959) sc reen ed  324 
in s t i tu t io n a l is e d  people and diagnosed  on ly  one a s  obsessive-com pu lsive . 
Novosel (1984) screened  39 m ildly -  sev e re ly  le a rn in g -d isa b le d  community 
c l ie n ts  who were adm itted to  h o s p ita l  over a  s ix  month p e rio d  and found 
no incidence o f  OCD.
There a re  however s e v e ra l an ecd o ta l r e p o r ts  (McNally and Calam ari 1989) 
and one trea tm en t s tu d y  o f  m ildly le a rn in g -d isa b le d  o b se ss iv e  
com pulsives, in d ic a tin g  th a t  the  problem e x is ts  a t  some lev e l in th is  
p o pu la tion . Matson ( 1982) used b eh av io u ra l methods to  t r e a t  le a rn in g  
d isab led  a d u lts  who re p o rte d  an x ie ty  abou t being u n tid y  and d isheveled  
and com pulsively checked th e ir  bodies and c lo th e s . He found th a t  high 
r a te s  o f  re p o rte d  an x ie ty  were reduced by the  in h ib itio n  o f  th e i r  
com pulsive behav iours. Matson su g g es ts  th a t  the  o bsessive-com pu lsive  
b ehav iours  o f  people with le a rn in g  d is a b i l i t ie s  may d i f f e r  from  th o se  
found in  the  g en era l popu la tion .
1.3 Stereotypy and People with Learning Disabilities
While OCD is  a p p a re n tly  r a r e  among people w ith le a rn in g  d is a b i l i t ie s  i t  
is  claim ed th a t  s te re o ty p ic  behav iour which is  n o t tr ig g e re d  by an x ie ty  
based  o b sess io n s  is  common, e sp e c ia lly  among more se v e re ly  lea rn in g
d isa b le d  people. As ap p lied  to  people w ith le a rn in g  d is a b i l i t ie s  
‘s te re o ty p ic  b eh av io u r’ has been defined  a s  "h igh ly  c o n s is te n t,  
r e p e t i t io u s  motor o r  p o s tu r in g  re sp o n ses  which g e n e ra lly  o ccu r a t  
ex ce ss iv e ly  high  r a te s  " (Baume is  te r  1973). DSM -III-R (1987) l i s t s  common 
examples o f  s te re o ty p y  includ ing  hand shak ing  o r  waving, body rock in g , 
mouthing o b je c ts , n a i l  b it in g  and sk in  p ick ing .
There is  no d a ta  on the  p revalence  o f  s te re o ty p ic  b ehav iou rs in  a  
g en e ra l le a rn in g -d isa b le d  a d u lt popu la tion . Berkson and D avenport (1962) 
found th a t  two th i rd s  o f  in s t i tu t io n a l is e d  se v e re ly  le a rn in g -d isa b le d  
a d u lts  d isp lay ed  s te reo ty p ed  behav iour. Dura, Mu lic k  and Rasnake (1987) 
a s s e s se d  the  p revalence  o f  s te re o ty p y  in a  f u r th e r  subgroup o f  
in s t i tu t io n a l is e d ,  non-am bulant, p ro found ly  le a rn in g -d isa b le d  a d u lts .
They surveyed  102 people th rough  s t a f f  in terv iew  f o r  s te re o ty p y  in  the  
fo llow ing  resp o n se  c la s s e s  : rhythm ic movements, b iz a r r e  p o s tu r in g ,
s e l f - r e s t r a i n t  o f  limbs in c lo th in g , o b je c t m anipulation  and ‘o th e r ’ .
Dura e t  a l .  (1987) found th a t  34% o f  th e se  c l ie n ts  d isp lay ed  a t  le a s t  one 
c la s s  o f  s te re o ty p ic  behav iour and 11% o f  th is  group d isp lay ed  m ultip le  
c la s s e s  o f  s te reo ty p y .
In  examining the  day a c t iv i t ie s  o f  sev e re ly  and p ro fo u n d ly  lea rn in g
d isab led  people Repp and Barton (1980) noted th a t  c l ie n ts  who engaged in 
s te re o ty p ic  behav iour spend up to  47% o f th e i r  waking day in  th is  
a c t iv i ty .
1.4 Repetitive Activities ; the differential diagnosis of obsessive - 
compulsive disorder and stereotypy
Matson (1982) has drawn a t te n tio n  to  the  p o te n tia l  co n fu s io n  between 
s te re o ty p ic  and obsessive-com pulsive  behav iour and has s t r e s s e d  the  
im portance o f  e s ta b lis h in g  when s te re o ty p ic  behav iours  a re  o b sess iv e  -  
com pulsive in n a tu re .
V itie llo  (1989) has attem pted to  d i f f e r e n t ia te  com pulsive, s te re o ty p ic  
and ‘o th e r ’ r e p e t i t iv e  behav iour. Independent r a t e r s  c a te g o r is e d  the  
r e p e t i t iv e  behav iours  o f  people w ith lea rn in g  d i s a b i l i t i e s  in  an 
in s t i tu t io n a l  s e t t in g  u sing  the  DSM -llI-R  (1987) d e f in i t io n  o f  
‘com pulsion’ and fo cu sed  on o b je c tiv e  and o b serv ab le  a s p e c ts  o f  the  
behav iour, a s  opposed to  c l ie n ts  su b je c tiv e  experience o f  a n x ie ty -b ased  
o b se ss io n s . No form al d e f in i tio n s  o f  s te re o ty p ic  o r  ‘o th e r ’ r e p e t i t iv e  
behav iou rs  were used. V itie llo  claimed th a t  r a t e r s  were ab le  to  r e l ia b ly  
d i f f e r e n t ia t e  com pulsive, s te re o ty p ic  and ‘o th e r ’ r e p e t i t iv e  beh av io u rs , 
however the  v a l id ity  o f  th e se  c a te g o rie s  is  h igh ly  q u es tio n ab le .
V itie llo  (1989) re p o rte d  f in d in g  ‘com pulsive’ behav iours  a c ro s s  a  ran g e  
o f  p ro found  to  m ildly le a rn in g -d isa b le d  people and he c l a s s i f i e d  th e se  
people a s  obsessive-com pulsive  d e sp ite  being unable to  a s s e s s  th e i r  
su b je c tiv e  an x ie ty  because o f  th e ir  le a rn in g  d i s a b i l i t ie s .
However, a s  Baron-Cohen (1989) p o in ts  ou t with re fe re n c e  to  a u t i s t i c  
c h ild re n , "where su b je c tiv e  d a ta  is  no t a v a ila b le  th e re  is  in s u f f ic ie n t  
evidence to  e s ta b l is h  th a t  a  person  has o b sessio n s  and com pulsions".
There a re  numerous re fe re n c e s  to  OCD in the  autism  l i t e r a tu r e  from  which 
i t  ap p ea rs  th a t  a u t i s t i c  c h ild re n  have o b sessio n s  and com pulsions. The
term is  used to  d e sc rib e  the  com bination o f  r e p e t i t iv e  s te reo ty p ed
a c tio n s , th e  ‘need f o r  sam eness’ and ‘re s is ta n c e  to  change* (Kanner 
1943) and r e p e t i t iv e  in te r e s t  in  c e r ta in  very  narrow  to p ic s . Baron-Cohen 
(1989) su g g es ts  th a t  the  term OCD has been in a p p ro p ria te ly  ap p lied  to  
a u t i s t i c  c h ild re n , who lack  the  concep ts  o f  mental s ta t e s  n e c e ssa ry  to  
enab le  them to  ta lk  abou t th e i r  inner world.
The d ia g n o s tic  c r i t e r i a  f o r  o b sessio n s  and com pulsions a re  
phenom enological r a th e r  th an  behav io u ra l. DSM -III-R (1987) d e fin e s  
o b sess io n s  a s  " re c u rre n t, p e r s is te n t ,  id eas, th o u g h ts , images o r
im pulses experienced  a s  in tru s iv e  and s e n s e le s s " . O bsessions a re  
th e re fo re  unobservab le  mental phenomena which a re  n eg a tiv e ly  ev alua ted  
s u b je c tiv e ly . DSM -IIl-R d e fin e s  com pulsive a c ts  a s  " re p e ti t iv e , 
p u rp o se fu l and in te n tio n a l behav iou rs. . .  designed  to  n e u tra l is e  o r  to
p rev en t d isco m fo rt o r  some dreaded even t o r  s i tu a t io n .  . .  perform ed with a  
sen se  o f  su b je c tiv e  com pulsion th a t  is  coupled with a  d e s ire  to  r e s i s t  
the  com pulsion". Whether a  r e p e t i t iv e  a c t  is  a  com pulsion is  th e re fo re  
on ly  known by in tro sp e c tio n . When s e l f - r e p o r t  in fo rm ation  is  u n av a ilab le  
th e  p resen ce  o f  o b sessio n s  o r  com pulsions canno t be e s ta b lish e d .
With re fe re n c e  to  a u t i s t i c  c h ild re n  Wing (communication to  Baron-Cohen 
1989) has in s tead  suggested  the  term ‘re p e t i t iv e  a c t i v i t i e s ’ to  r e f e r  to  
seven c la s s e s  o f  behav iour :
1) S tereo typed  re p e t i t iv e  p o s tu re s  o r  bod ily  movements
2) S tereo typed  re p e t i t iv e  a c t iv i t ie s  re la te d  to  bod ily  fu n c tio n s  o r  
s e n sa tio n s
3) P reoccupa tion  with o b je c ts , r e g a rd le s s  o f  th e i r  fu n c tio n
4) M aintenance o f  sam eness o f  ro u tin e s
5) M aintenance o f  sam eness o f  environm ent
6) R e s tr ic te d  and r e p e t i t iv e  p a t te rn s  o f  in te r e s t  o f  a  v e rb a l o r  
in te l le c tu a l  kind
7) Absence o f  spon taneous a c t iv i t ie s
1.5 Repetitive Activities and Autism
When autism  was f i r s t  d e sc rib ed  by Kanner in 1943 i t  was assumed th a t  
a u t i s t i c  c h ild re n  were in v a ria b ly  o f  normal in te llig e n c e . P revalence 
s tu d ie s  have s in c e  re fu te d  th is  assum ption.
The th re e  main symptoms o f  autism  a re  a  f a i lu r e  to  develop s o c ia l  
r e la t io n s h ip s ,  a  de lay  o r  deviance in  the  development o f  communication 
and r e p e t i t iv e  and r i t u a l i s t i c  behaviour.
Wing and Gould (1979) in v e s tig a ted  the  p revalence  o f  a u t i s t i c  d is o rd e rs  
in  c h ild re n  under 15 y ea rs  o ld  in a  defined  g eo g rap h ica l a re a  o f  London. 
They screened  f o r  c h ild re n  with im paired s o c ia l  in te ra c t io n , 
d i f f i c u l t i e s  in  communication and re p e t i t iv e  s te re o ty p e d  behav iour, 
u s in g  the  MRC C h ild ren ’ s H andicaps, Behaviour and S k ills  schedu le  (Wing 
and Gould 1978), and c a te g o rise d  th e se  c h ild re n  a s  ‘s o c ia b le ’ o r  
‘s o c ia l ly  im paired’ .
Wing and Gould (1979) p ropose th a t  th e re  is  a  continuum o f  s e v e r i ty  f o r  
a u t i s t i c  d is o rd e rs . While in d iv id u a ls  e x h ib it v a ry in g  deg rees o f  
impairment in the  a re a s  o f  communication, s o c ia l is a t io n  and r e s t r i c t e d  
behav iours and in te r e s ts ,  they a l l  have a  co re  d e f i c i t  in  r e c ip ro c a l
s o c ia l  in te ra c tio n . Wing su g g es ts  th a t  people w ith c la s s ic  autism  
re p re s e n t a  s u b - s e t  o f  a  la rg e r  p o p u la tio n  o f  people w ith a  s o c ia l  
impairment.
Wing and Gould (1979) estim ated  the  p revalence  r a te  f o r  c la s s ic  autism  
a s  being 4 -6  p er 10000 c h ild re n  bu t r is in g  to  20 p e r 10000 when the  
d e f in i t io n  was broadened to  impairments o f  r e c ip ro c a l  s o c ia l  
in te ra c tio n . S o c ia l impairment was found a c ro s s  th e  whole ran g e  o f  
c o g n itiv e  a b i l i ty  b u t the  m ajo rity  (80%) o f  c h ild re n  w ith a  s o c ia l  
impairment had lea rn in g  d is a b i l i t ie s .  A c le a r  r e la t io n s h ip  was found
between th e  degree o f  s o c ia l  impairment and th e  s e v e r i ty  o f  lea rn in g
d is a b i l i ty ,  with the  most sev e re ly  a u t i s t i c  lik e ly  to  be th e  most 
se v e re ly  le a rn in g -d isa b le d .
All c h ild re n  with s o c ia l  impairments had r e p e t i t iv e  s te re o ty p e d
behav iour and alm ost a l l  had impairments in  language and sym bolic 
a c t iv i t ie s .  However, r e p e t i t iv e  a c t iv i t ie s  and language im pairm ents were ■
a lso  found in  a  m inority  o f  so c ia b le  sev e re ly  le a rn in g -d isa b le d  * 
c h ild re n .
Shah, Holmes and Wing (1982) extended th e  work o f  Wing and Gould (1979) 
to  a  p o p u la tio n  o f  le a rn in g -d isa b le d  a d u lts .  They in v e s tig a te d  th e  
p revalence  o f  sev ere  s o c ia l  impairment, inc lud ing  autism , in a  lo n g -s ta y  
lea rn in g  d is a b i l i t ie s  h o s p ita l.  The D isa b ility  A ssessm ent Schedule 
(Holmes, Shah and Wing 1982) was completed f o r  761 re s id e n ts .  They found 
th a t  th e  ca teg o ry  ‘le a rn in g -d is a b le d ’ inc ludes a  s u b s ta n t ia l  m inority  
w ith sev e re  impairments o f  two-way s o c ia l  in te ra c tio n . 4% o f  th e i r  
p o p u la tio n  showed a u t i s t ic  behav iour and a  f u r th e r  34% were im paired in
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s o c ia l  in te ra c tio n , though no t ty p ic a lly  a u t i s t i c .
Shah e t  a l .  (1982) confirm ed Wing and Gould’ s  f in d in g  th a t  s o c ia l  
impairment is  a s so c ia te d  with abno rm alities  o f  language and r e p e t i t iv e  
a c t iv i t i e s .  Simple s te re o ty p ie s  a lso  o ccu rred  in  20% o f  the  ‘s o c ia b le ’
group b u t e la b o ra te  ro u tin e s  were con fin ed  to  th e  s o c ia l ly  im paired
group.
The r e p e t i t iv e  a c t iv i t ie s  o f  autism  have rece iv ed  l i t t l e  re s e a rc h
a tte n tio n . F r i th  (1989) a rg u es  th a t  e la b o ra te  ro u tin e s  a re  more uniquely
c h a r a c te r i s t ic  o f  autism  than  a re  sim ple s te re o ty p ie s , b u t p re c ise  
d e f in i t io n s  o f  ‘e la b o ra te  ro u t in e s ’ a re  lack ing  and n e ith e r  th e  co n ten t 
o r  q u a lity  o f  th e se  ro u tin e s  have been sy s te m a tic a lly  in v e s tig a ted .
1.6 The Function of the Repetitive Activities of People with Learning 
Disabilities
As F r ith  (1989) in d ic a te s , l i t t l e  re s e a rc h  has fo cu sed  on th e  complex 
r e p e t i t iv e  a c t iv i t ie s  o f  people with lea rn in g  d i s a b i l i t ie s  and autism . 
The sim ple s te re o ty p ic  a c t iv i t ie s  p re v a le n t among th e  se v e re ly  lea rn in g  
d isab led  have been viewed from many th e o re tic a l  p e rsp e c tiv e s , however 
th e  l i te r a tu r e  on s te re o ty p y  among people w ith lea rn in g  d is a b i l i t i e s  is  
mainly concerned  with attem pts to  reduce the  o ccu rren c e  o f  the  
behav iour. A review  by Jones (1991) found th a t  th e  m a jo rity  o f  s tu d ie s  
d id  no t include a  ra t io n a le  f o r  in te rv e n tio n  o r  a  d e ta ile d  a n a ly s is  o f  
the  fu n c tio n  o f  the  behaviour. Three g en era l assum ptions have been made 
in  ju s t i f y in g  the  red u c tio n  o f  s te re o ty p y  :
1. The p resence  o f  s te re o ty p ic  behav iour in te r f e re s  w ith th e  a c q u is i t io n  
o f  new s k i l l s .
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2. S te reo ty p ic  behav iour can  become s e l f - in ju r io u s .
3. S te reo ty p ic  behav iour can  have n egative  s o c ia l  consequences.
While th e se  s ta tem en ts  may be tru e  f o r  some in d iv id u a ls  a t  some time
they  have caused  th e  ad ap tiv e  fu n c tio n s  o f  s te re o ty p y  to  be overlooked .
The most widely accep ted  th e o re tic a l  ex p lan a tio n s  o f  s te re o ty p y  a re  the
o p e ra n t and hom eostasis view points. A ccording to  the  o p e ran t view 
s te re o ty p y  is  learned  and m aintained by p o s it iv e  o r  neg a tiv e
re in fo rcem en t. A ccording to  hom eostasis th e o ry  s te re o ty p y  re g u la te s
optim al s tim u la tio n  from  the  environm ent.
An a l te rn a t iv e  neurobio  lo g ic a l ex p lan a tio n  has been propounded by Lewis 
e t  a l .  (1987). Lewis q u estio n s  the  assum ption th a t  a l l  s te re o ty p ic  
behav iour is  fu n c tio n a l, e i th e r  in g en era tin g  re in fo rcem en t o r
m odulating a ro u s a l.  He su g g es ts  th a t  s te re o ty p y  is  n o t ad ap tiv e  o r  
fu n c tio n a l bu t re p re se n ts  the  b eh av io u ra l o u tp u t o f  n eu ronal system s 
which have been d is tu rb e d  during  e a r ly  development. Lewis a t t r ib u te s
e x cess iv e  s te re o ty p y  a t  le a s t  in  p a r t  to  a l te r a t io n s  in  the  a c t iv i ty  o f
dopam inergic system s in  the  b ra in . Neurobio lo g ic a l a sp e c ts  o f  s te re o ty p y
have no t a s  y e t been in co rp o ra ted  in to  fu n c tio n a l th e o rie s  o f
s te re o ty p y .
1 .6 .1  The H om eostatic  Theory o f  S te re o ty p y
H om eostasis th eo ry  assumes th a t  s te re o ty p ie s  a re  ad ap tiv e  and se rv e  a s  a  
mechanism f o r  m odulating a ro u sa l in resp o n se  to  changing  le v e ls  o f 
environm ental s tim u li. S te reo ty p ies  m aintain  an optim al lev e l o f  a ro u s a l 
and  com pensate f o r  o v e r-s tim u la tin g  environm ents by red u c in g  a ro u s a l  and 
f o r  u n d e r-s tim u la tin g  environm ents by in c re a s in g  a ro u s a l. S te reo ty p ie s
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a re  seen  a s  a ttem pts by the  p e rso n  to  r e v e r t  back to  an  e a r l i e r  and well 
e s ta b lis h e d  b eh av io u ra l r e p e r to ir e  when p laced  in  s i tu a t io n s  th a t  a re  
e i th e r  minimally o r  o v e rly  s tim u la tin g  (Guess and C arr 1991).
In  su p p o rt o f  th is  view th e re  is  evidence to  su g g e s t th a t  s te re o ty p ic  
behav iour among people w ith lea rn in g  d i s a b i l i t i e s  in c re a se s  in
co n d itio n s  o f  bo th  h igh  and low s tim u la tio n . Mace e t  a l .  (1987) reviewed 
th e  re s e a rc h  which has in v e s tig a ted  th e  e f f e c t  o f  n o n -co n tin g en t 
environm ental s tim u li on s te reo ty p y . Among th e  v a r ia b le s  found  to  
in c re a se  s te re o ty p ic  behav iour in le a rn in g -d isa b le d  p o p u la tio n s  were
loud n o ise s , novel s e t t in g s ,  food  d ep riv a tio n , e x tin c tio n  sch ed u les  and 
b a rre n  environm ents.
C onditions o f  low s tim u la tio n  can  r e s u l t  from  in s u f f ic ie n t  environm ental 
s tim u la tio n . High r a te s  o f  s te re o ty p y  have been found in 
in s t i tu t io n a l is e d  p o p u la tio n s  (Berkson and D avenport 1962). Warren and
Burns (1970) found a  g re a te r  freq u en cy  o f  s te re o ty p y  among 
in s t i tu t io n a l is e d  c h ild re n  when they  were co n fined  to  c r ib s  and had
lim ited space  and s tim u la tio n .
B rusca e t  a l .  (1989) found a  s tro n g  r e la t io n s h ip  between s t a f f - c h i ld
in te ra c t io n  in the  classroom  and the  s te re o ty p y  o f  c h ild re n  w ith se n so ry  
impairments and lea rn in g  d is a b i l i t ie s .  R eductions in  s te re o ty p y  were 
noted in  r e la t io n  to  n a tu ra lly  o c c u rr in g  in te ra c t io n  around
in s tru c tio n a l  ev en ts. B rusca e t .  a l .  a lso  found th a t  th e  p resen ce  o f
s t a f f  a lone was s u f f ic ie n t  to  reduce th e  freq u en cy  o f  s te re o ty p y  and
su g g es ts  th a t  th is  was due to  the  c h i ld re n s ’ e x p ec ta tio n  o f  in te ra c t io n . 
B rusca e t .  a l .  conclude th a t  "a s tro n g  in v e rse  r e la t io n s h ip  e x is t s
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between s te re o ty p y  and th e  power o f  the  environm ent to  evoke a l te rn a t iv e  
re s p o n s e s ".
S ensory  impairments may le ssen  the  s tim u la tio n  a v a ila b le  from  the 
environm ent. Berkson and Davenport (1962) re p o rte d  h ig h e r r a te s  o f  
s te re o ty p y  among in s t i tu t io n a l is e d  people w ith le a rn in g  d is a b i l i t i e s  who 
have v is u a l  lo sse s .
In  a d d itio n  B righ t e t  a l .  (1981) su g g es t th a t  a  lack  o f  environm ental 
s tim u la tio n  o r  sen so ry /m o to r d e f ic i t s  e a r ly  in  l i f e  may reduce an 
in d iv id u a l’ s  a b i l i ty  to  p ro cess  sen so ry  s tim u li which w ill f u r th e r  
im poverish th e  environm ent and lead to  com pensatory s te re o ty p y .
C onditions o f  h igh  s tim u la tio n  have a lso  been found to  in c re a se  
s te re o ty p y  su g g es tin g  th a t  re p e t i t iv e  a c t iv i ty  may reduce  th e  high 
le v e ls  o f  a ro u s a l a s so c ia te d  with f r u s t r a t io n ,  s t r e s s  o r  an x ie ty  (Mace 
1987). Hutt and Hutt (1970) have suggested  th a t  th e  s te re o ty p y  o f  
c h ild re n  with autism  in novel environm ents and s o c ia l ly  complex 
s i tu a t io n s  may fu n c tio n  to  reduce th e i r  a ro u sa l.
Homeostasis th eo ry  assumes th a t  s te re o ty p ic  behav iour is  c o n tro lle d  by 
n o n -co n tin g en t environm ental s tim u li and se rv e s  to  re g u la te  optim al 
s tim u la tio n  from the  environm ent.
1 .6 .2  The O perant Theory o f  S te re o ty p y
O perant th eo ry  assumes th a t  s te re o ty p ic  behav iour is  learn ed  and 
m aintained by re  in fo rc e rs .  The o p eran t approach  invo lves th e  u se  o f  
fu n c tio n a l a n a ly s is  to  id e n tify  the  re in fo rc in g  co n tin g en c ies  which a re
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m aintain ing  the  behav iour. The th re e  main hypotheses which have emerged 
from  behav iour th eo ry  a re  th a t  s te re o ty p ie s  a re  m aintained by p o s itiv e  
r e  in fo rc e rs  su ch  a s  a t te n tio n  from o th e rs , n egative  r e  in fo rc e r s  such  as  
escap e /av o id an ce  o f  a v e rs  ive s tim u li o r  by se  I f -g e n e ra  ted  sen so ry  
consequences.
W iesler e t  a l .  (1985) examined th e  m aintain ing consequences o f  
s te re o ty p ic  and s te re o ty p ic  s e l f - in ju r io u s  behav iour. S te reo ty p y  was 
d efin ed  a s  " re p e ti t io u s ,  in v a r ia n t a c ts  o r  a c tio n  sequences" and 
se  I f - in ju r io u s  behav iour was defined  a s  " to p o g rap h ica lly  s im ila r  
r e p e t i t io u s  resp o n se  p a t te rn s  ( re s u lt in g  in) p h y s ic a l harm to  the  
in d iv id u a l" . Examples o f  s te re o ty p y  included body ro ck in g  and f in g e r  
f l ic k in g  and examples o f  se  I f - in ju r io u s  behav iour included  head banging 
a g a in s t hard  s ta t io n a ry  o b je c ts  and p ick ing  a t  sk in  o r  s o re s .
W iesler e t  a l .  (1985) interview ed s t a f f  members in an  in s t i tu t io n a l  
s e t t in g  to  id e n tify  the consequent even ts a s s o c ia te d  w ith the  
s te re o ty p ic  and s e l f - in ju r io u s  behav iour o f  se v e re ly  and p ro fo u n d ly  
le a rn in g -d isa b le d  re s id e n ts . Only the  in d iv id u a ls  predom inant 
s te re o ty p ic  o r  s e l f - in ju r io u s  behav iour was a s se s se d .
W iesler (1985) found th a t  s te re o ty p y  was minimally m aintained by 
environm ental consequences. Only 7% o f  s te re o ty p ic  beh av io u r was 
believed  to  be follow ed by a  p o s itiv e  even t o r  e scap e /av o id a n ce  from  
demands and 92% was viewed a s  se  I f -s tim u la to ry  and n o t a s s o c ia te d  with 
re in fo rc in g  consequences in the  environm ent. In  c o n t ra s t ,  environm ental 
consequences were id e n tif ie d  in the  m a jo rity  o f  c a se s  o f  s e l f  
in ju r io u s  behav iour. Independent r a t e r s  a s se s se d  th e  r e l i a b i l i t y  o f  th e
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s t a f f  r a t in g s .  The v a l id i ty  o f  the  r a t in g s  was a s se s se d  by th e  d ir e c t  
o b se rv a tio n  o f  a  s u b se t o f  the  sample and W iesler concluded th a t  the  
s t a f f  r a t in g s  were an a c c u ra te  r e f le c t io n  o f  ty p ic a l  consequences.
A few s tu d ie s  have developed in te rv e n tio n s  based  on th e  fu n c tio n a l 
a n a ly s is  o f  in d iv id u a ls ’ s te reo ty p y . Mace (1987) examined th e  h y p o th esis  
th a t  e scap e /av o id an ce  o f  demand s i tu a t io n s  is  a  fu n c tio n  o f  s te re o ty p ic  
behav iour. He used a  s in g le  ca se  s tu d y  where the  s u b je c t was a  le a rn in g  
d isa b le d  c h ild  w ith mouthing s te re o ty p ie s . Mace found th a t  th e  c h i ld ’ s  
s te re o ty p y  in c reased  when he was p resen ted  with d i f f i c u l t  ta s k s ,  a s  
defin ed  by the  number o f  resp o n ses  re q u ire d  and th e  n ovelty  o f  th e  ta sk . 
S tereo typy  a lso  in c reased  when the  behav iour re s u lte d  in a  re d u c tio n  in  
demands. Mace concludes th a t  f o r  some in d iv id u a ls  one fu n c tio n  o f  th e ir  
s te re o ty p y  may be to  escape o r  avoid  demand s i tu a t io n s .  An e f f e c t iv e  
in te rv e n tio n  involved reducing  th e  d i f f i c u l ty  o f  ta sk s  by p ro v id in g  
a d d itio n a l in s tru c tio n  and m aintain ing the  pace o f  in s tru c t io n  d e sp ite  
s te re o ty p ic  behav iour.
Durand and C arr (1987) a lso  examined the  h y p o th esis  th a t  s te re o ty p y  may 
be s o c ia l ly  mediated. T heir s u b je c ts  were fo u r  le a rn in g -d isa b le d  
c h ild re n  who d isp lay ed  hand fla p p in g  and body rock in g . They a s s e s se d  th e  
r e la t iv e  in flu en ces  o f  s o c ia l  a t te n tio n  and ta sk  demands on s te re o ty p ic  
behav iour. R eductions in  a t te n tio n  had no e f f e c t  on s te re o ty p y . The 
p re s e n ta tio n  o f  d i f f i c u l t  ta sk s  and th e  removal o f  ta s k  demands 
co n tin g en t on s te re o ty p ic  behav iour re s u lte d  in  in c re a sed  r a te s  o f  
s te reo ty p y . When the  c h ild re n  were ta u g h t to  re q u e s t a s s is ta n c e  d u rin g  
th e  d i f f i c u l t  ta sk s  s ig n if ic a n t  red u c tio n s  in  s te re o ty p y  were noted .
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Durand and C arr (1987) conclude th a t  some form s o f  s te re o ty p ic  behav iour 
may come to  se rv e  s o c ia l  fu n c tio n s . They a cc ep t th a t  s te re o ty p ic  
behav iou rs may a t  one time have been m aintained by th e i r  sen so ry  
consequences, b u t su g g es t th a t  the  s o c ia l  environm ent may n eg a tiv e ly  
re in fo rc e  s te re o ty p ic  behav iour by removing a v e rs  ive demands co n tin g en t 
on the  perform ance o f  th a t  behaviour.
Cuess and C arr (1991) have a lso  suggested  th a t  th e re  is  a  s u b c la s s  o f  
s te re o ty p y  th a t  has o p e ran t p ro p e r tie s . They su g g es t th a t  s te re o ty p y  
th a t  fu n c tio n s  a s  a  hom eostatic mechanism may assume o p e ran t p ro p e r tie s  
a s  a  means o f  c o n tro llin g  the  environm ent. S te reo ty p ic  b ehav iou rs  might 
be m odified by consequent even ts so th a t  th e i r  fu n c tio n  changes from  an 
attem pt to  modulate a ro u sa l lev e ls  to  a  learned  and c o n tro llin g  
re sp o n se . Guess and C arr (1991) h y p o th esise  th a t  the  use  o f  s te re o ty p ic  
behav iour to  c o n tro l o th e rs  re p re se n ts  a  developm entally  h ig h e r s t r a te g y  
used by people with le a rn in g  d is a b i l i t ie s .  They su g g es t th a t  a  s h i f t  
from  hom eostatic to  o p e ran t fu n c tio n  might r e f l e c t  a  more fo cu sed  
con tingency  aw areness, s o c ia l ly  based needs and p o s s ib ly  a  more 
re sp o n s iv e  ( i . e .  co n tin g en t) s o c ia l  environm ent. However Guess and C arr 
s t r e s s  th a t  th is  p ro g re ss io n  from hom eostatic to  o p e ran t fu n c tio n  is  no t 
a  n e c e ssa ry  p reco n d itio n  f o r  s o c ia l ly  mediated s te re o ty p ic  behav iour.
1 .6 .3  The F u n c tio n  o f  Complex R e p e t i t iv e  A c t i v i t i e s
To d a te  no s tu d ie s  have c a r r ie d  ou t a  fu n c tio n a l a n a ly s is  o f  more 
complex r e p e t i t iv e  a c t iv i t ie s ,  such  a s  r e p e t i t iv e  c o n v e rsa tio n a l to p ic s  
and r e p e t i t iv e  p a t te rn  arrangem ent.
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A th eo ry  which s p e c if ic a l ly  c o n s id e rs  more complex phenomena was pu t 
fo rw ard  by O'Gorman (1967). He a rg u es  th a t  in autism  complex r e p e t i t iv e  
a c t iv i t ie s  a re  a  means o f  coping w ith an  incom prehensible environm ent by 
allow ing an  in d iv id u a l to  c o n c e n tra te  re p e t i t iv e ly  on a sp e c ts  o f  the  
environm ent which they  can  c o n tro l,  making the  environm ent le ss  
f r ig h te n in g .
0 ’Gorman assumed th a t  th e re  was a  co g n itiv e  d e f ic i t  in  au tism  which 
a f f e c t s  in d iv id u a ls ’ a b i l i ty  to  a t t r ib u te  mental s ta t e s  to  o th e rs  and 
p re d ic t  th e i r  a c tio n s . He hypo thesised  th a t  th is  would cau se  a n x ie ty  in 
u n p red ic tab le  s o c ia l  co n tex ts  which may be reduced by h ig h ly  p re d ic ta b le  
r e p e t i t iv e  a c t iv i t ie s .
Subsequent re s e a rc h e rs  have a lso  m aintained th a t  th e re  is  a  co re  
c o g n itiv e  d e f ic i t  o f  r e c ip ro c a l  s o c ia l  in te ra c t io n  in  autism  
(Baron-Cohen 1989) bu t as  y e t th e re  is  no d a ta  w ith which to  a s s e s s  th e  
ro le  o f  an x ie ty  in  the  complex re p e t i t iv e  a c t iv i t ie s  o f  autism .
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2. Aims o f  th e  P re s e n t S tudy
The p re se n t s tu d y  examines the  p re se n ta tio n  and fu n c tio n  o f  re p e t i t iv e  
a c t iv i t i e s  in a  le a rn in g -d isa b le d  popu la tion .
To d a te  th e re  a re  no p revalence  s tu d ie s  o f  s te re o ty p ie s  o r  more complex 
r e p e t i t iv e  a c t iv i t ie s  in a  g en e ra l le a rn in g -d isa b le d  p o p u la tio n . Simple 
s te re o ty p ie s  a re  consid ered  common among th e  se v e re ly  le a rn in g -d isa b le d  
(B erkson and Davenport 1962). The more complex phenomena o f  
obsessive-com pu lsive  d is o rd e r  ap p ea rs  to  be r a r e  among people with 
le a rn in g  d is a b i l i t ie s  a lthough  a  few c a se s  o f  OCD in th e  m ildly le a rn in g  
d isa b le d  have been re p o rte d  (Matson 1982). The p re se n t s tu d y  looks a t  
th e  p re se n ta tio n  o f  simple s te re o ty p ie s  and complex re p e t i t iv e  
a c t iv i t ie s  in  a  sample o f  le a rn in g -d isa b le d  a d u lts  liv in g  in  h o s p ita l  
and community s e t t in g s .
The s tu d y  a lso  examines the  fu n c tio n  o f  th e se  r e p e t i t iv e  a c t iv i t i e s  in 
the  co n tex t o f  o p e ran t theo ry . W iesler e t  a l .  (1985) conducted  a  
fu n c tio n a l a n a ly s is  o f  the  s te re o ty p ic  behav iour o f  in s t i tu t io n a l i s e d  
and se v e re ly  le a rn in g -d isa b le d  people to  id e n tify  th e  re in fo rc in g  
co n tin g en c ies  o f  the  behaviour. He found th a t  the  m a jo rity  o f  s te re o ty p y  
was m aintained by sen so ry  consequences. Guess and C a rr (1991) 
h y p o th esise  th a t  th e re  is  a  su b c la s s  o f  s te re o ty p ic  b ehav iou r th a t  has 
o p e ran t p ro p e r tie s . The p re se n t s tu d y  ex tends W iesler’ s  work and a p p lie s  
fu n c tio n a l a n a ly s is  to  the  r e p e t i t iv e  a c t iv i t ie s  o f  p ro found  -  m ildly 
le a rn in g -d isa b le d  people in  h o sp ita l  and community s e t t in g s .
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AIM 1.
To examine the  p re se n ta tio n  o f  re p e t i t iv e  a c t iv i t i e s  in a  lea rn in g  
d isab led  popu la tion .
AIM 2.
To examine the  fu n c tio n a l s ig n if ic a n c e  o f  th e se  r e p e t i t iv e  a c t iv i t ie s  a s  
p erce ived  by s t a f f .
R esearch  a t te n tio n  has fo cu sed  on the  sim ple s te re o ty p ic  behav iour 
p re v a le n t among in s t i tu t io n a l is e d  and sev e re ly  le a rn in g -d isa b le d  people 
(Berkson and Davenport 1962). W iesler e t  a l .  (1985) found th a t  
s te re o ty p ic  behav iour in  th is  popu la tion  was la rg e ly  m aintained by 
sen so ry  consequences. The p re se n t s tu d y  in v e s tig a te s  w hether the  
fu n c tio n  o f  r e p e t i t iv e  a c t iv i t ie s  d i f f e r s  acco rd in g  to  th e  com plexity o f  
th e  a c t iv i ty ,  the  environm ent and th e  c l i e n t ’ s  degree o f  lea rn in g  
d is a b i l i ty .
H ypotheses :
1. The perce ived  fu n c tio n  o f  a  r e p e t i t iv e  a c t iv i ty  is  r e la te d  to
an in d iv id u a ls  independence s k i l l  level.
2. The perce ived  fu n c tio n  o f  a  r e p e t i t iv e  a c t iv i ty  is  r e la te d  to
the  c la s s  o f  behav iour p resen ted .
3. The fu n c tio n  o f  a  re p e t i t iv e  a c t iv i ty  w ill be p erce ived
d if f e r e n t ly  in h o s p ita l  and community s e t t in g s .
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3. METHOD
Perm ission  to  conduct th is  s tu d y  was ob ta ined  from  th e  G eneral
Management Committee o f  th e  Learning D is a b il i t ie s  S erv ice  in  Richmond,
Twickenham and Roehampton H ealth A uthority .
S tag e  1 -  This involved the  id e n tif ic a tio n  o f  c l ie n ts  w ith le a rn in g
d is a b i l i t ie s  who d isp la y  r e p e t i t iv e  a c t iv i t i e s  and a re  c u r re n t ly
re s id e n t  in  estab lish m en ts  managed by th e  N ational H ealth  S erv ice ,
S o c ia l S e rv ice s , p r iv a te  and v o lu n ta ry  o rg a n is a tio n s  in  th e  London 
Borough o f Richmond, which is  p a r t  o f  Richmond, Twickenham and 
Roehampton H ealth A uthority .
Id e n tify in g  c l ie n ts  with re p e t i t iv e  a c t iv i t ie s  re q u ire d  sc re e n in g  199 
c l ie n ts  with le a rn in g  d is a b i l i t ie s  liv in g  in  r e s id e n t ia l  e s tab lish m en ts  
in th e  Borough o f  Richmond. A se m i-s tru c tu re d  in terv iew  was employed 
with home o r  deputy home m anagers. 88 c l ie n ts  were r e s id e n t in  4 homes, 
f o r  19 -  24 re s id e n ts  each, a t  Normansf ie ld  H osp ita l. The 4 home
managers were interview ed. I l l  c l ie n ts  were re s id e n t  in  16 homes f o r  1 -  
10 re s id e n ts  each. 10 managers were interview ed.
M easure
The Screening  Schedule f o r  A u tis tic  B ehaviour -  S ec tion  5, R ep e titiv e  
A c tiv itie s  (Appendix 1 ) was used a s  a  se m i-s tru c tu re d  in terv iew . The
schedu le  is  p a r t  o f  the  MRC Handicap, B ehaviour and S k il ls  (HBS) 
in terv iew  schedu le . Wing and Gould (1979) a s se s se d  th e  r e l i a b i l i t y  o f  
the  HBS u sin g  a  ch ild  sample and dem onstrated  an o v e ra l l  le v e l o f  
agreem ent o f  70% between p a re n ts  and p ro fe s s io n a l s t a f f .
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The schedu le  was used to  id e n tify  c l ie n ts  with r e p e t i t iv e  a c t iv i t ie s .  
Where c l ie n ts  d isp lay ed  more th an  one re p e t i t iv e  a c t iv i ty  th e  s in g le  
most f re q u e n tly  observed  behav iour was se le c te d . Each a c t iv i ty  was 
c la s s i f i e d  under one o f  4 c a te g o rie s  prov ided  by th e  sch ed u le  :
1. R ep e titiv e  body movements
2. R ep e titiv e  m anipulation  o f  o b je c ts
3. S k ilfu l  r e p e t i t iv e  a c t iv i t ie s
4. Routines /  r i t u a l s
S tag e  2 -  This involved the  assessm en t o f  s t a f f  p e rc e p tio n s  o f  the  
fu n c tio n  o f  th e i r  c l i e n t ’ s  re p e t i t iv e  a c t iv i t ie s  and ad ap tiv e  behav iour. 
S tage 2 involved in terv iew ing  a  r e s id e n t ia l  key-w orker f o r  each  o f  the  
c l ie n ts  id e n tif ie d  in S tage 1. F u ll d e ta i ls  o f  th e  numbers o f  c l ie n ts  p er 
key-w orker and the  c l i e n t s ’ c h a r a c te r i s t ic s  a re  p re sen te d  in  the  
r e s u l t s .
M easures
1. Demographic in form ation  was g a th ered  u sing  a  s t ru c tu re d  in terv iew  
(Appendix 2 ).
2. The M otivation Assessment S cale  (MAS), dev ised  by Durand and Crimmins 
(1984), was adm in iste red  a s  a  s t ru c tu re d  in terview . The w ording o f  the  
s c a le  was changed s l ig h t ly  to  make i t  a p p lic a b le  to  a d u lts  w ith le a rn in g  
d is a b i l i t ie s  r a th e r  than  c h ild re n  (Appendix 3 ). The MAS is  a  16-item  
s c a le  and each  item is  ra te d  on a  6 -p o in t L ik e rt s c a le  ra n g in g  from
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‘n ev e r’ to  ‘a lw ays’ . The MAS a s s e s se s  the  fu n c tio n a l s ig n if ic a n c e  o f  
behav iour along  4 dim ensions ; sen so ry , e scap e /av o id an ce , s o c ia l  
a t te n tio n  and ta n g ib le  gain . The s c a le  co n ta in s  4 q u es tio n s  f o r  each  
dim ension, g iv ing  each  dim ension a  s c o re  between 0-24 .
Durand and Crimmins (1988) re p o r t  r e l i a b i l i ty  d a ta  f o r  th e  MAS. Using 
c h ild re n  aged 3-18 with developm ental d is a b i l i t i e s  and s e l f - in ju r io u s  
behav iour they  re p o r t  in te r r a te r  r e l i a b i l i ty  o f  .8 0 - .  95 and t e s t - r e t e s t  
r e l i a b i l i ty  o f  .8 9 - .  98.
3. The AAMD A daptive Behavior S cale  -  P a r t  1 (N ih ira  e t  a l .  , Revised 
1975) was adm in istered  a s  a  s tru c tu re d  in terview . The s c a le  a s s e s s e s  the  
independence s k i l l s  o f  people w ith p ro found  to  mild le a rn in g  
d is a b i l i t ie s .  A com posite independence s k i l l s  s c o re  o f  0 -  269 was
c a lc u la te d  f o r  each c l ie n t  from 9 o f  th e  10 su b sc a le s  in  P a r t  1 o f  th e  
s c a le . The su b sc a le s  used were : independent fu n c tio n in g , p h y s ic a l
development, economic a c t iv i ty ,  language development, numbers and time, 
dom estic a c t iv i ty ,  s e l f -d i r e c t io n ,  re s p o n s ib i l i ty  and s o c ia l is a t io n .  The 
v o c a tio n a l a c t iv i ty  su b -sc a le  was excluded a s  i t  was n o t a p p lic a b le  to  
the  m a jo rity  o f  c l ie n ts .
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4. RESULTS
Aim 1. -  To examine th e  p re s e n ta tio n  o f  r e p e t i t iv e  a c t iv i t i e s  in  a
le a rn in g -d isa b le d  popu la tion .
1. S c re e n in g  f o r  r e p e t i t i v e  a c t i v i t i e s
Screen ing  199 people w ith le a rn in g  d i s a b i l i t ie s  from  th e  s ta f f e d
re s id e n c e s  in th e  London Borough o f  Richmond (see  M ethod-Stage 1)
produced a  to t a l  o f  47 c l ie n ts  who showed r e p e t i t iv e  a c t iv i t ie s .
25% o f  th e  h o s p ita l  c l ie n ts  and 23% o f  the  community c l ie n ts  d isp lay ed
re p e t i t iv e  a c t iv i t ie s  (Table 1).
T ab le  1 -  Number o f  c l i e n t s  d is p la y in g  r e p e t i t i v e  a c t i v i t i e s
S e t t in g Number w ith  r e p e t i t i v e  
a c t i v i t i e s
T o ta l number 
o f  c l i e n t s
H o sp ita l 22 88
Community 25 111
T o ta l 47 199
2. Sample
i)  S t a f f  in te rv ie w e d
The r e s id e n t ia l  key-w orkers o f  th e  47 c l ie n ts  id e n tif ie d  a s  showing 
r e p e t i t iv e  a c t iv i t ie s  were interview ed (see  M ethod-Stage 2 ) . 33 s t a f f
members were interview ed about 1-3 c l ie n ts  each . For th e  h o s p ita l  
c l ie n ts  9 N ursing A ss is ta n ts  and 5 S ta te  E nro lled  N urses were 
in terview ed, and f o r  the  community c l ie n ts  14 Support W orkers, 4 S o c ia l
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Workers and 1 Nurse were interview ed. All key-w orkers had known th e ir  
c l ie n ts  f o r  a t  le a s t  6 months and f o r  an average time o f  6 y e a rs  f o r  the  
h o s p ita l  c l ie n ts  and 5 y ea rs  f o r  th e  community c l ie n ts .
i i )  C l ie n ts
The sample included  31 males and 16 fem ales. The age range  was 19-73 
y e a rs  and the  h o s p ita l  sample was s ig n if ic a n t ly  o ld e r th an  th e  community 
sample (Table 2 ) .
T ab le  2 -  Mean age by s e t t i n g
S e t t in g Number M ean(years) SD DF t- v a lu e P
H o sp ita l 22 45 .5 13.8 45 2 .9 6 .005
Community 25 3 4 .4 12. 1
The c l i e n t s ’ leng ths o f  re s id en ce  in  th e i r  p re se n t homes ranged  from 
1-64 y e a rs , with the  average f o r  h o s p ita l  c l ie n ts  (31 y e a rs )  being 
s ig n if ic a n t ly  g re a te r  than  th e  average f o r  community c l ie n ts  (6 y e a rs )  ; 
t= 9 .7 5 , df=45, p< .001. Of the  community c l ie n ts ,  7 had been r e s e t t le d  in 
th e  community from h o s p ita l  placem ents. The h o s p ita l  c l ie n ts  a tten d ed  an 
average  o f  4 .5  se s s io n s  o f  day a c t iv i ty  p e r  week, a  s e s s io n  being  h a l f  a  
day, and the  community c l ie n ts  a tten d ed  an average o f  6 .2  s e s s io n s  p e r 
week.
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The range  o f  independence s k i l l  s c o re s  was 19-260. The average  sc o re  f o r  
h o s p ita l  c l ie n ts  was 84 o u t o f  a  p o ss ib le  269 and f o r  community c l ie n ts  
was 172 (see  Table 13). Four o f  the  c l ie n ts  had marked sen so ry  
d i s a b i l i t ie s  and 2 were non-am bulant.
3. P r e s e n ta t io n  o f  r e p e t i t i v e  a c t i v i t i e s
The s in g le  most f re q u e n tly  observed  r e p e t i t iv e  a c t iv i ty  o f  each  c l ie n t  
was c la s s i f i e d  u sing  the  Screening  Schedule f o r  A u tis tic  Behaviour -  
S ec tion  5 (Table 3 ) .
S ta f f  es tim ates  o f  th e  amount o f  time c l ie n ts  sp en t engaging in  the  
above behav iours  in d ic a te  th a t  38% o ccu r f o r  more th an  3 h ou rs p e r  day, 
inc lud ing  a c t iv i t ie s  from a l l  4 behav iour c la s s e s ,  while 28% o ccu r f o r  
le s s  th an  1/2  an hour p er day. I t  was noted th a t  27 (57%) o f  c l ie n ts  who 
showed re p e t i t iv e  a c t iv i t ie s  engaged in  more th an  one r e p e t i t iv e  
behav iour.
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Table 3 - Classification of the repetitive activities presented
C atego ry No H o sp ita l  C l ie n ts No Community C l ie n ts No
R e p e t i t iv e
Body
Movements
Rocking and head - 
banging . 
T e e th -g r in d in g . 
S tan d in g  to  a t t e n t i o n  
and s a lu t in g .
H a n d -b itin g .
S n if f in g .
Arm f la p p in g /ro c k in g .  
T w idd ling  f in g e r s .  
Rubbing hand a c ro s s  
fa c e .
Poking f in g e r  in  mouth
R e p e t i t iv e  
M an ip u la tio n  
o f  O b jec ts
18 M outhing o b je c ts .  
Shaking beads in  
b u ck e t.
T w iddling  s t r i n g  in  
f r o n t  o f  fa c e  (x3 ). 
O p en in g /c lo s  ing 
doo rs .
Moving m irro r  back 
and f o r t h  to  fa c e . 
P ic k in g  a t  th re a d s  
in  c lo th e s .
T urn ing  ta p s  on. 
T hread ing  s t r i n g  
hand to  hand.
11 F lu sh in g  t o i l e t  (x 2 ). 
H a ir  p u l l i n g / f l i c k i n g .  
T w is tin g  hand in s id e  
g la s s .
F l ic k in g  pen l id .  
S crunch ing  p ap e r and 
le av es  in  hands. 
Sw inging p e n c i l  
betw een f in g e r s .
3
S k i l f u l
R e p e t i t iv e
A c t i v i t i e s
13 H oarding m agazines 
and pens (x2 ). 
H oarding ra g s  and 
t i s s u e s .
Drawing on o b je c ts .
L in in g  up o b je c ts .  
W inding/unw in d in g  
t o i l e t  r o l l s .  
R e p e t i t iv e  speech : 
tim in g  o f  e v e n ts , 
n e x t meal o r  e v e n t(x 2 ) 
s h i f t s  o r  s t a f f i n g .  
W atching and p la n n in g  
t e l e v i s io n .
H oarding to w e ls  and 
bed lin e n .
R o u tin es
and
R itu a ls .
Shaving body h a i r .  
Demanding te a  a t  
s e t  tim es o f  day. 
C arry in g  b a g /s p e c ia l  
o b je c ts  everyw here. 
T ea rin g  o f f  c lo th e s  
and th row ing  o u t o f  
window.
R o u tin es :
am -w ash in g /d re ss in g  
e v n -s tu d y in g . 
Handwashing. 
C a rry in g  s o f t  to y s .
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Aim 2 - To examine the functional significance of these repetitive
a c t iv i t i e s  a s  perce ived  by s t a f f .
H ypothesis 1 -  The perce ived  fu n c tio n  o f  a  r e p e t i t iv e  a c t iv i ty  is  re la te d  
to  an  in d iv id u a l 's  independence s k i l l  level.
S ta f f  p e rce p tio n s  o f  th e  fu n c tio n  o f  th e i r  c l i e n t ’ s  re p e t i t iv e  
a c t iv i t i e s  was a s se s se d  u sing  th e  M otivation Assessm ent S cale . The s c a le  
p ro v id es  4 s c o re s  f o r  se n so ry -s tim u la tio n , e scap e /av o id a n ce , s o c ia l  
a t te n tio n  and ta n g ib le  gain . The AAMD Adaptive B ehavior S cale  (P a r t  1) 
was used  to  a s s e s s  c l i e n t s ’ lev e l o f  independence s k i l l  (Table 4 ) .
T ab le  4 -  Mean s c o re s  on v a r ia b le s
P o s s ib le  Range Mean SD
Independence s k i l l 0 -  269 130.7 6 7 .3
S e n s o ry -s t im u la tio n 0 - 2 4 12.4 6 .8
Escape /  avo idance 0 - 2 4 3. 1 4 . 3
S o c ia l  a t t e n t i o n 0 - 2 4 5. 1 4 . 7
T an g ib le  g a in 0 - 2 4 4. 9 6 . 4
The re la t io n s h ip  between perce ived  fu n c tio n  and independence s k i l l s  is  
shown in Table 5. Higher independence s k i l l  s c o re s  a re  p o s itiv e ly  
c o r re la te d  with e scap e /av o id an ce  behav iour and n eg a tiv e ly  c o r re la te d  
with s e n so ry -s tim u la tio n .
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There were a lso  s ig n if ic a n t  r e la tio n s h ip s  between fu n c tio n s . Tangible 
g a in  and escap e /av o id an ce  were p o s it iv e ly  c o r re la te d , and both  
n eg a tiv e ly  c o r re la te d  with se n so ry -s tim u la tio n .
T ab le  5 -  P earso n  c o r r e l a t i o n  o f  fu n c t io n  w ith  independence s k i l l  le v e l
SS EA TG SA
Independence s k i l l - .3 6 3  * .518 ** . 177 . 147
S e n s o ry -s t im u la tio n  (SS) - .4 7 3  ** - .4 7 4  ** - .  103
E scap e /av o id an ce  (EA) .510 ** -.0 1 1
T an g ib le  g a in  (TG) - .0 4 7
S o c ia l  a t t e n t i o n  (SA)
*  = p<.01 ** = p<.001
H ypothesis 2 -  The perce ived  fu n c tio n  o f  a  r e p e t i t iv e  a c t iv i ty  is
re la te d  to  th e  c la s s  o f  behav iour p resen ted .
In d iv id u a ls  were grouped acco rd in g  to  th e i r  c la s s  o f  r e p e t i t iv e  a c t iv i ty  
: r e p e t i t iv e  body movements = 9 c l ie n ts ,  r e p e t i t iv e  m anipu lation  o f
o b je c ts  = 18 c l ie n ts ,  s k i l f u l  r e p e t i t iv e  a c t iv i t ie s  = 13 c l ie n ts  and
ro u tin e s  /  r i t u a l s  = 7 c l ie n ts .  A d isc rim in an t fu n c tio n  a n a ly s is  was 
used  to  t e s t  whether the  4 behav iour g roups cou ld  be d i f f e r e n t ia te d  on
the  b a s is  o f  a t t r ib u te d  fu n c tio n . A s tep -w ise  p rocedu re  was perform ed to
id e n tify  the  b e s t d isc rim in a tin g  com posite o f  th e  4 v a r ia b le s  :
s e n so ry -s tim u la tio n , e scap e /av o id an ce , ta n g ib le  g a in  and s o c ia l  
a tte n tio n .
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One function was extracted that discriminated between the 4 behaviour
groups (Table 6).
T ab le  6 -  C anon ica l D isc r im in a n t F u n c tio n
D isc r im in a n t
F u n c tio n
E ig en v a lu e 7o  o f
V ariance
C anon ical
C o r r e la t io n
W ilk’ s
Lambda
C hi-Sq DF S ig
1 .664 87.41 .632 .548 25 .585 9 .002
The s t r u c tu r e  o f  the  d isc rim in an t fu n c tio n  f o r  th e  4 v a r ia b le s  is  
p resen ted  in  Table 7.
T ab le  7 -  C o r r e la t io n s  o f  th e  v a r ia b le s  w ith  th e  d is c r im in a n t  fu n c t io n
V a ria b le C o r r e la t io n
T an g ib le  g a in .773
S en so ry -s  t im u la t io n - .7 2 7
E scape/avo  idance .715
S o c ia l a t t e n t i o n - .0 3 5
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Table 8 - The discriminant function evaluated at the group means
Group D isc r im in a n t F u n c tio n
1 .R e p e t i t iv e  Body Movements .380
2 . R e p e t i t iv e  O b jec t M an ip u la tio n - .9 6 7
3 . S k i l f u l  R e p e t i t iv e  A c t i v i t i e s .832
4 . R o u tin e s /R itu a ls .453
One fu n c tio n  d isc rim in a te s  between behav iour g roups. Table 7 shows th a t  
th e  im portant v a r ia b le s  in th e  fu n c tio n  a re  ta n g ib le  ga in , 
e scap e /av o  idance and se n so ry -s tim u la tio n . Table 8 shows th a t  Group 3 is  
s tro n g ly  p o s itiv e ly  a s so c ia te d  with th is  fu n c tio n  and th a t  the
r e p e t i t iv e  a c t iv i t i e s  o f  Group 3 a re  perce ived  a s  low on
se n so ry -s tim u la tio n  and high on ta n g ib le  ga in  and e scap e /av o  id an ce . 
Group 2 is  s tro n g ly  n eg a tiv e ly  a s so c ia te d  with the  fu n c tio n  which 
in d ic a te s  p e rce p tio n s  o f  high se n so ry -s tim u la tio n  and low ta n g ib le  g a in  
and escap e /av o  idance f o r  th e se  beh av io u rs. These r e s u l t s  confirm  th e
hypotheses th a t  the  perce ived  fu n c tio n  o f  r e p e t i t iv e  a c t iv i t i e s  d i f f e r s  
acco rd in g  to  th e  c la s s  o f  behav iour p resen ted .
An ANOVA was used to  examine whether th e  4 behav iour g roups d i f f e r  in  
term s o f  th e i r  members independence s k i l l  s c o re s . Table 9 shows 
s ig n if ic a n t  d if fe re n c e s  between the  g roups and a  p o s t-h o c  S c h e ffe  t e s t  
id e n tif ie d  th is  d if fe re n c e  in  s k i l l  leve l a s  being between Groups 2 and
3, w ith members o f  Group 3 having s ig n if ic a n t ly  h ig h e r independence 
s k i l l s .
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Table 9 - ANOVA of independence skill scores by behaviour group
Source DF Sum o f  S quares Mean S quares F r a t i o F p rob
Between groups 3 39232.015 13077.338 3 .329 .028
W ith in  groups 43 168932.198 3928.656
T o ta l 46 208164.213
Group Number Mean Square SD
1 .Body Movements 9 113.33 60 .95
1" 2. O b jec t M an ip u la tio n 18 102.66 62 .33
[_ 3. S k i l f u l  A c t i v i t i e s 13 167.69 51 .88
4. R i tu a ls 7 159.29 82 .53
* = p< .05
I t  is  p o ss ib le  th a t  the  f in d in g  th a t  perce ived  fu n c tio n  o f  r e p e t i t iv e  
a c t iv i t i e s  d i f f e r s  acco rd in g  to  the  c la s s  o f  behav iour p re sen te d  is  
accounted  f o r  by independence s k i l l  r a th e r  th an  behav iour d if f e re n c e s .
H ypothesis 3 -  The fu n c tio n  o f  a  re p e t i t iv e  a c t iv i ty  w ill be p erce ived  
d if f e r e n t ly  in  h o s p ita l  and community s e t t in g s .
In  o rd e r  to  ev a lu a te  d if fe re n c e s  between h o s p ita l  and community s e t t in g s  
a  d isc rim in an t fu n c tio n  a n a ly s is  was used to  id e n tify  th e  b e s t 
d isc rim in a tin g  com posite o f  the  4 v a r ia b le s  : s e n so ry -s tim u la tio n ,
escap e /av o  id an ce , ta n g ib le  ga in  and s o c ia l  a t te n tio n .
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One function was extracted that discriminates between hospital and
community groups (Table 10).
T ab le  10 -  C anon ica l D isc r im in a n t F u n c tio n
D isc r im in a n t
F u n c tio n
E ig en v a lu e % o f 
V ariance
C anon ical
C o r r e la t io n
W ilk’ s
Lambda
C hi-Sq DF S ig
1 . 169 100.00 .380 .856 6 .858 2 .032
The s t r u c tu r e  o f  the  d isc rim in an t fu n c tio n  is  p resen ted  in  Table 11.
T ab le  11 -  C o r r e la t io n s  o f  th e  v a r ia b le s  w ith  th e  d is c r im in a n t  fu n c t io n
V a ria b le C o r r e la t io n
S en so ry -s  t im u la t io n .909
E scape/avo  idance - .7 5 6
T an g ib le  g a in - .5 5 9
S o c ia l a t t e n t i o n - .0 5 9
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Table 12 - The discriminant function evaluated at the group means
Group D isc r im in a n t F u n c tio n
H o sp ita l .428
Community - .3 7 7
Table 11 shows th a t  the  im portant v a r ia b le s  in  th e  d isc rim in a n t fu n c tio n  
a re  s e n so ry -s tim u la tio n , e scap e /av o  idance and ta n g ib le  g a in . Table 12 
shows th a t  the  behav iours o f  the  h o s p ita l  group a re  perce iv ed  a s  more 
h ig h ly  s e lf - s t im u la to ry  and le ss  m otivated by e scap e /av o  idance o r  
ta n g ib le  ga in  than  the  community g ro u p 's .
These r e s u l t s  su p p o rt the  hypo thesis  th a t  th e  meaning o f  a  r e p e t i t iv e  
behav iour is  perce ived  d if f e r e n t ly  in h o s p ita l  and community s e t t in g s .
A t - t e s t  was used to  examine w hether th e  h o s p ita l  and community g roups 
d if f e r e d  in  term s o f  independence s k i l l  s c o re s . Table 13 shows th a t  
community c l ie n ts  have s ig n if ic a n t ly  h ig h e r independence s k i l l  s c o re s  
th an  the  h o s p ita l  group.
T ab le  13 -  T - t e s t  o f  independence s k i l l  s c o re s  by s e t t i n g
Group Number Mean Score SD DF T -v a lu e P
H o sp ita l 22 83 .94 38 .94 45 -5 .9 5 .000
Community 25 172.12 59 .37
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I t  is  p o ss ib le  th a t  the  f in d in g  th a t  the  fu n c tio n  o f  re p e t i t iv e  
a c t iv i t i e s  is  perce ived  d if f e r e n t ly  in h o s p ita l  and community s e t t in g s  
is  due to  independence s k i l l  d if fe re n c e s  between th e se  g roups. In  o rd e r 
to  ev a lu a te  th is  p o s s ib i l i ty  the  d isc rim in an t fu n c tio n  a n a ly s is  was 
rep ea ted  with independence s k i l l  s c o re s  included  a s  th e  f i f t h  v a r ia b le . 
This a n a ly s is  p ro v id es  a  f o r  d isc rim in a tin g  between th e  h o s p ita l  and
community g roups o f  2 6 .64  ; df=2 ; p< .001. The s t r u c tu r e  o f  the
d isc rim in an t fu n c tio n  is  p resen ted  in  Table 14 ; th e  group fu n c tio n
means f o r  th e  h o s p ita l  group is  - .9 5 2  and f o r  the  community group is  
.837.
T ab le  14 -  C o r r e la t io n s  o f  th e  v a r ia b le s  w ith  th e  d is c r im in a n t  f u n c t io n
V a ria b le C o r r e la t io n
Independence S k i l l s .973
E scape/avo  idance .514
S e n s o ry -s t im u la tio n - .4 0 9
T an g ib le  g a in .220
Independence s k i l l  is  th e  most im portant v a r ia b le  in  th e  d isc rim in a n t 
fu n c tio n  and p re d ic ts  most o f  the  d if fe re n c e  found between th e  h o s p ita l  
and community groups.
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5. DISCUSSION
5.1 The Presentation of Repetitive Activities
A sc reen in g  o f  199 a d u lts  with p rofound  -  mild le a rn in g  d is a b i l i t ie s  
liv in g  in  h o s p ita l  and community re s id en c es  showed th a t  47 (24%) engaged 
in  r e p e t i t iv e  a c t iv i t ie s .  There was l i t t l e  d is p a r i ty  in  th e  r a te s  o f 
r e p e t i t iv e  a c t iv i ty  in  h o s p ita l  and community s e t t in g s ,  w ith 25% o f 
h o s p ita l  c l ie n ts  and 23% o f  community c l ie n ts  d isp la y in g  re p e t i t iv e
a c t iv i t i e s .
Each c l i e n t ’ s  predom inant re p e t i t iv e  behav iour was a ss ig n ed  to  one o f  
fo u r  behav iour c la s s e s  :
1. ‘R epetitive  body movements’ included body ro ck in g  and arm fla p p in g .
2. ‘R epetitive  m anipulation o f  o b je c ts ’ included  tw iddling  s t r in g  in
f r o n t  o f  fa c e  and p ick ing  a t  th re a d s  in c lo th e s .
3. ‘S k ilfu l  r e p e t i t iv e  a c t i v i t i e s ’ included hoard ing  m agazines and pens
and r e p e t i t iv e  q u estio n in g  about s t a f f i n g / s h i f t s .
4. ‘R outines and r i t u a l s ’ included hand-w ashing and shav ing  body h a ir .
S ta f f  es tim ates  o f  the  amount o f  time c l ie n ts  sp en t engaging in  th e se  
r e p e t i t iv e  a c t iv i t i e s  in d ic a te  th a t  38% o f  th e se  b eh av io u rs , in c lud ing
ones from  a l l  4 behav iour c la s s e s ,  o ccu r f o r  more th an  3 h o u rs  p e r  day 
while 28% o ccu r f o r  le ss  than  1 /2  an hour p e r day. I t  was a lso  noted 
th a t  57% o f  th e se  c l ie n ts  d isp layed  a d d itio n a l r e p e t i t iv e  a c t iv i t i e s .
In  r e la t in g  th e se  f in d in g s  to  the l i te r a tu r e  i t  was found th a t  th e re  is  
l i t t l e  com parable d a ta  concern ing  th e  p re s e n ta tio n  o f  r e p e t i t iv e  
a c t iv i t i e s  among people with le a rn in g  d is a b i l i t ie s .  Two s tu d ie s  have
looked a t  th e  p revalence  o f  simple s te re o ty p y  ( r e p e t i t iv e  body movements
36
and m anipulation o f  o b je c ts )  in in s t i tu t io n s .  Berkson and D avenport 
(1962) d ir e c t ly  observed  sev e re ly  le a rn in g -d isa b le d  c l ie n ts  and found 
th a t  2 /3  d isp lay ed  s te re o ty p ic  behav iour. Dura e t  a l .  (1987) conducted a  
s t a f f  su rv ey  and found 1 /3  o f  non-am bulant p ro fo u n d ly  lea rn in g  d isab led  
c l ie n ts  d isp lay ed  s te re o ty p ie s . Dura concludes th a t  th e  lev e l o f  
le a rn in g  d is a b i l i ty  and th e  ex is ten ce  o f  m ultip le  p h y s ic a l d is a b i l i t ie s  
combine to  accoun t f o r  the  lower r a te  o f  s te re o ty p y  th an  th a t  rep o rte d  
by Berkson and D avenport, however th e  impact o f  th e  d i f f e r e n t  
m ethodologies rem ains to  be a sse sse d .
Shah, Holmes and Wing (1982) a s se s se d  a l l  761 mobile a d u lts  in a  
lo n g -s ta y  lea rn in g  d is a b i l i ty  h o s p ita l  u s in g  a  s e m i-s tru c tu re d  s t a f f  
in terv iew  and found th a t  37% d isp lay ed  r e p e t i t iv e  a c t iv i t i e s .  The 
m a jo rity  o f  r e p e t i t iv e  a c t iv i t ie s  were found among re s id e n ts  w ith s o c ia l  
impairments o r  autism . E lab o ra te  ro u tin e s  were co n fin ed  to  th is  group 
a lthough  20% o f  the  ‘s o c ia b le ’ . group showed sim ple s te re o ty p y .
The f ig u re  o f  25% ob ta ined  f o r  th e  h o s p ita l  sample in  th i s  s tu d y  is  
c o n s id e ra b ly  lower than  th a t  found by Shah e t  a l .  (1982). This may 
r e la te  to  d if fe re n c e s  in methodology. In  th is  s tu d y  an  in i t i a l  sc reen in g  
p rocedu re  u sing  a  se m i-s tru c tu re d  in terv iew  was com pleted by th e  manager 
o r  deputy manager o f  each home in o rd e r to  id e n tify  c l ie n ts  w ith 
r e p e t i t iv e  b ehav iou rs. The r e l i a b i l i ty  o f  th is  sc reen in g  p ro ced u re  could  
be a s se s se d  by having a  second member o f  s t a f f  independently  sc re e n  an 
es ta b  1 ishment ’ s  c l  ie n ts .
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D iffe ren ce s  in th e  h o s p ita l  p o p u la tio n s  may a lso  acco u n t f o r  th e  h igher 
r a te  o f  re p e t i t iv e  a c t iv i t ie s  found by Shah e t  a l .  (1982). The 
p o p u la tio n s  o f  bo th  h o s p ita ls  were la rg e ly  made up o f  sev e re ly
le a rn in g -d isa b le d  c l ie n ts ,  however the  d i f f e r e n t  r a te s  o f  re p e t i t iv e  
a c t iv i ty  may be due to  d if fe re n c e s  in  sample s iz e ,  th e  m obility , age and 
degree o f  s o c ia l  impairment o f  the  r e s id e n ts .  The p re se n t s tu d y  a s se s se d  
th e  p o p u la tio n  o f  a  very  much sm aller h o s p ita l  (88 re s id e n ts )  and
included  re s id e n ts  with p h y s ic a l d i s a b i l i t ie s .  Shah excluded non-m obile 
c l ie n ts  on the  b a s is  th a t  they  would be le s s  ab le  to  show th e  behav iour 
p a t te rn s  c h a r a c te r i s t ic  o f  autism . A lower p rev a len ce  r a te  f o r  
r e p e t i t iv e  a c t iv i t ie s  would th e re fo re  be expected  in  a  sample which
included  non-m obile c l ie n ts .  In  th e  p re se n t s tu d y  c l ie n ts  w ith p h y s ic a l 
d i s a b i l i t ie s  made up a  s ig n if ic a n t  m inority  o f  th e  to t a l  sample,
a lth o u g h  p re c ise  numbers were no t a s se s se d . Only one non-m obile re s id e n t 
was re p o rte d  to  show re p e t i t iv e  a c t iv i t ie s  which does su g g e s t th a t  
r e p e t i t iv e  a c t iv i t ie s  a re  le ss  p re v a le n t among non-m obile lea rn in g
d isa b le d  c l ie n ts .
Shah e t  a l .  (1982) noted th a t  the  m a jo rity  o f  r e p e t i t iv e  a c t iv i t i e s  were 
shown by re s id e n ts  with s o c ia l  impairments and th a t  s ig n i f ic a n t ly  more 
c l ie n ts  under the  age o f  35 were s o c ia l ly  im paired. In  th e  p re s e n t s tu d y  
c l ie n ts  were no t a s se s se d  f o r  s o c ia l  impairment. With re g a rd  to  age, the  
average  age o f  the  h o s p ita l  c l ie n ts  who showed r e p e t i t iv e  a c t iv i t i e s  was 
44 y e a rs  o ld  and an o ld e r c l ie n t  p o p u la tio n  may accoun t in  p a r t  f o r  the  
lower p revalence  r a te .  In  attem pting  to  ex p la in  th e  lower r a t e  o f
r e p e t i t iv e  a c t iv i t ie s  found among o ld e r  c l ie n ts  in th e i r  s tu d y  Shah 
e t  a l .  (1982) su g g es t th a t  s o c ia l  impairment may become more d i f f i c u l t
to  reco g n ise  with in c re a s in g  age a s  th e  c h a r a c te r i s t ic  ro u tin e s  may
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become le ss  marked in la te r  l i f e .  They a lso  su g g es t th a t  d i f f e r e n t  
m o rta lity  r a t e s , changing h o s p ita l  adm ission p o lic ie s  and changing 
p revalence  r a te s  f o r  s o c ia l  impairment in the  g en e ra l p o p u la tio n  may 
have in flu en ced  th e i r  f in d in g .
F u tu re  re s e a rc h  could  a s s e s s  the  p revalence  o f  r e p e t i t iv e  a c t iv i t i e s  in  
a  g en e ra l le a rn in g  d is a b i l i ty  p o p u la tion . This s tu d y  sampled a l l  a d u lts  
w ith lea rn in g  d is a b i l i t ie s  in r e s id e n t ia l  p lacem ents in  one London 
Borough, which re p re s e n ts  36% o f  the  to t a l  le a rn in g  d is a b i l i t ie s
p o p u la tio n  o f  th is  borough. 33% o f  th is  to t a l  liv e  in  fam ily  homes o r  
independently  in th e  community and 31% o f  th e  to t a l  have ‘o u t o f  
borough ' placem ents.
An a c c u ra te  com parison o f  le a rn in g -d isa b le d  c l ie n ts  who d isp la y  
r e p e t i t iv e  a c t iv i t ie s  w ith tho se  who do n o t would re q u ire  in fo rm ation  
abou t th e  gender, age, degree o f  lea rn in g  d is a b i l i ty  and th e  sen so ry , 
p h y s ic a l and s o c ia l  d is a b i l i t ie s  o f  th e  to t a l  sample.
In  th is  s tu d y  on ly  the  co n ten t and freq u en cy  o f  each  c l i e n t ’s  s in g le
most f re q u e n tly  observed  behaviour was se le c te d  a lth o u g h  i t  was noted  
th a t  more th an  h a lf  o f  the  c l ie n ts  w ith r e p e t i t iv e  behav io u rs  d isp lay ed
more than  one type. A more d e ta ile d  assessm en t o f  m ultip le  r e p e t i t iv e
a c t iv i t i e s  would a lso  be valuab le .
5.2 The Function of Repetitive Activities
This s tu d y  examined th e  fu n c tio n a l s ig n if ic a n c e  o f  th e  c l i e n t s ’ 
predom inant re p e t i t iv e  a c t iv i t ie s .  Using a  s e m i-s tru c tu re d  s t a f f  
in terv iew , the  consequences o f  the  r e p e t i t iv e  a c t iv i t i e s  were measured
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along  the  dim ensions : sen so ry -s tim u la tio n , s o c ia l  a t te n tio n ,
e scap e /av o id an ce  and ta n g ib le  gain . The b e h a v io u r 's  fu n c tio n  was
a s s e s se d  in  term s o f  the  c la s s  o f  r e p e t i t iv e  a c t iv i ty  p re sen te d , the  
c l i e n t ’ s  lev e l o f  independence s k i l l  and th e i r  r e s id e n t ia l  s e t t in g  
(hosp ita l/com m unity ). The fu n c tio n s  a t t r ib u te d  to  c l i e n t s ’ r e p e t i t iv e  
a c t iv i t i e s  were s ig n if ic a n t ly  re la te d  to  th e i r  independence s k i l l s .  This 
r e la t io n s h ip  overshadowed d if fe re n c e s  in fu n c tio n  due to  th e  c la s s  o f  
behav iou r p resen ted  o r  r e s id e n t ia l  s e t t in g .
S ta f f  a s so c ia te d  the  re p e t i t iv e  a c t iv i t ie s  o f  c l ie n ts  w ith b e t te r  
independence s k i l l s  w ith escap e /av o id an ce  behav iour and n o t with
se n so ry -s tim u la tio n . The r e p e t i t iv e  a c t iv i t ie s  o f  c l ie n ts  w ith p o o re r 
independence s k i l l s  were viewed a s  more lik e ly  to  be s e lf - s t im u la to ry  
and n o t a  means to  escape o r  avoid  demand s i tu a t io n s .  S ta f f  re p o rte d  
th a t  th e  r e p e t i t iv e  a c t iv i t ie s  o f  more ab le  c l ie n ts  were m aintained by
s o c ia l  co n tin g en c ies , and p a r t ic u la r ly  e scap e /av o id an ce , w hereas th e  
r e p e t i t iv e  a c t iv i t ie s  o f  le ss  ab le  c l ie n ts  were m aintained by th e i r
se n so ry  consequences.
D iffe ren ce s  in  th e  perce ived  fu n c tio n  o f  the  fo u r  c la s s e s  o f  r e p e t i t iv e  
a c t iv i ty  may be accounted  f o r  by d if fe re n c e s  in  independence s k i l l .  
B ehaviours involv ing  the  re p e t i t iv e  m anipulation  o f  o b je c ts  were 
d if f e r e n t ia te d  from  ‘s k i l f u l ’ r e p e t i t iv e  a c t iv i t ie s  on th e  b a s is  o f
fu n c tio n . ‘S k i l f u l ’ r e p e t i t iv e  a c t iv i t i e s  were seen  a s  lik e ly  to  be
m otivated by escap e /av o id an ce  o r  ta n g ib le  g a in  and n o t m aintained by
sen so ry -s tim u la tio n . In  c o n tra s t  th e  r e p e t i t iv e  m anipu lation  o f  o b je c ts  
was seen  a s  lik e ly  to  be m aintained by s e n so ry -s tim u la tio n  and no t 
e scap e /av o id an ce  o r  ta n g ib le  gain . A s im ila r  r e s u l t  would be expected  i f
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the  two groups had s ig n if ic a n t ly  d i f f e r e n t  independence s k i l l  lev e ls . 
The c l ie n ts  with ‘s k i l f u l ’ r e p e t i t iv e  a c t iv i t ie s  d id  have s ig n if ic a n t ly  
b e t te r  independence s k i l l s  th an  the  c l ie n ts  who r e p e t i t iv e ly  m anipulated 
o b je c ts  and th is  d if fe re n c e  alone was s u f f ic ie n t  to  p re d ic t  the 
d if fe re n c e s  found.
D iffe ren ce s  in  the  perce ived  fu n c tio n  o f  r e p e t i t iv e  a c t iv i t i e s  in
h o s p ita l  and community s e t t in g s  may a lso  accounted  f o r  by d if fe re n c e s  
in  independence s k i l l s .  The fu n c tio n  o f  r e p e t i t iv e  a c t iv i t i e s  in
h o s p ita l  and community s e t t in g s  was perce ived  d i f f e r e n t ly  by s t a f f .  The 
r e p e t i t iv e  a c t iv i t ie s  o f  the  h o sp ita l  c l ie n ts  were perce iv ed  a s  more 
h ig h ly  s e lf - s t im u la to ry  and le ss  m otivated by escap e /av o id a n ce  o r
ta n g ib le  ga in  than  the  community c l i e n t s ’ . However th e  community c l ie n ts  
had a  s ig n if ic a n t ly  h ig h e r level o f  independence s k i l l  th an  th e  h o s p ita l  
c l ie n ts  and most o f  the  d if fe re n c e  in fu n c tio n  was accoun ted  f o r  by 
d if fe re n c e s  in c l ie n ts  independence s k i l l s .
The p re se n t s tu d y  took an o p eran t view o f  r e p e t i t iv e  a c t iv i ty  and 
id e n tif ie d  the  re in fo rc in g  co n tin g en c ies  o f  r e p e t i t iv e  behav io u rs  by
conducting  a  fu n c tio n a l a n a ly s is  u sing  s t a f f  in terv iew s. To d a te  th e re  
is  on ly  d a ta  a v a ila b le  on th e  fu n c tio n a l a n a ly s is  o f  s te re o ty p ic  
behav iour ( re p e t i t iv e  body movements and m anipulation  o f  o b je c ts ) .  
W iesler e t  a l .  (1985) examined the  m ain tain ing  consequences o f  
s te re o ty p ic  and s e l f - in ju r io u s  s te re o ty p ic  behav iou r among 
in s t i tu t io n a l is e d  p ro found ly  and sev e re ly  le a rn in g -d isa b le d  a d u lts . 
S ta f f  members were interview ed to  id e n tify  the  consequen t even ts  o f  
in d iv id u a ls  predom inant s te re o ty p ic  behav iour. I t  was found th a t  non 
se  I f - in ju r io u s  s te re o ty p ic  behav iour was only  minimally m aintained by
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p o s itiv e  environm ental consequences o r  by ta sk  escap e /av o id a n ce  and
W iesler in fe r re d  th a t  s te re o ty p y  was la rg e ly  m aintained by 
s e lf - s t im u la to ry  feedback  from  the  behaviour.
The p re se n t s tu d y  adopted a  w ider d e f in i t io n  o f  r e p e t i t iv e  a c t iv i ty  than  
sim ple s te re o ty p y  and included c l ie n ts  w ith p rofound-m ild  le a rn in g  
d i s a b i l i t i e s  from h o s p ita l  and community re s id e n c e s . None o f  the  
r e p e t i t iv e  a c t iv i t ie s  in v e s tig a te d  in  th is  s tu d y  re s u lte d  in  p h y s ic a l
in ju ry  to  th e  in d iv id u a l. In  agreem ent w ith W iesler’ s  f in d in g s  i t  was 
found th a t  f o r  c l ie n ts  with low independence s k i l l s  th e  co n tin g en c ies  o f  
th e  r e p e t i t iv e  a c t iv i t ie s  were s e lf - s t im u la to ry  and n o t s o c ia l .  In  
ex tending  the  a n a ly s is  to  c l ie n ts  with a  h ig h e r leve l o f  independence 
s k i l l ,  r e p e t i t iv e  a c t iv i t ie s  were found to  be a s s o c ia te d  with
escap e /av o id an ce  behav iour and no t sen so ry -s tim u la tio n .
W iesler e t  a l .  (1985) no te  th a t  they  have only  a s s e s se d  th e  c u r re n t
c o n tro llin g  consequences o f  the  c l i e n t s ’ s te re o ty p ic  behav iour. This 
c a u tio n  a lso  ap p lie s  to  the  p re se n t s tu d y . The c u r re n t  m ain tain ing  
consequences o f  the  re p e t i t iv e  a c t iv i t ie s  do no t n e c e s s a r i ly  r e f l e c t  the  
v a r ia b le s  re sp o n s ib le  f o r  th e  o r ig in a l emergence o f  the  behav iour.
Guess and C arr (1991) su g g es t th a t  th e re  is  a  s u b c la s s  o f  s te re o ty p ic  
behav iour th a t  has s o c ia l  co n tin g en c ies  and th a t  s te re o ty p y  which has 
p rev io u s ly  been m aintained by sen so ry  consequences may come to  se rv e  
s o c ia l  fu n c tio n s . A lo n g itu d in a l s tu d y  would be needed to  t e s t  Guess and 
C a rr ’ s  (1991) h y p o th esis  th a t  the  r e p e t i t iv e  a c t iv i t i e s  o f  an  in d iv id u a l 
may move between sen so ry  and s o c ia l  fu n c tio n s . Guess and C arr view 
s o c ia l ly  c o n tro lle d  behav iour a s  re p re s e n ta tiv e  o f  a  developm ental ly
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h ig h e r s tra te g y .
The p re se n t s tu d y  su p p o rts  Guess and C a rr ’ s  h y p o th esis  th a t  some 
re p e t i t iv e  behav iour is  s e lf - s t im u la to ry  while a  s u b c la s s  o f  r e p e t i t iv e  
a c t iv i ty  is  s o c ia l ly  mediated. The r e s u l t s  su g g es t th a t  i t  is  among the 
le s s  se v e re ly  le a rn in g -d isa b le d  th a t  r e p e t i t iv e  a c t iv i t i e s  f u l f i l l  s o c ia l  
fu n c tio n s .
These r e s u l t s  a re  based  on s t a f f  r e p o r ts .  The meaning s t a f f  a t t r ib u te  to  
a  c l i e n t ’ s  r e p e t i t iv e  a c t iv i t ie s  was in fluenced  by th e  perce ived  
lea rn in g  d is a b i l i ty  o f  the  c l ie n t .  In  the  p re se n t s tu d y  i t  was n e c e ssa ry  
to  use  s t a f f  re p o r ts  to  a s s e s s  the  meaning o f  c l i e n t s ’ r e p e t i t iv e  
a c t iv i t i e s  a s  the  m ajo rity  o f  the  c l ie n ts  were unable to  g ive su b je c tiv e  
in form ation .
Where c l ie n ts  a re  unable to  g ive su b je c tiv e  in fo rm ation  i t  may n o t be 
p o ss ib le  to  v a lid a te  s t a f f  in te rp re ta t io n s  o f  c l i e n t s ’ r e p e t i t iv e  
a c t iv i t ie s .  A ssessment r e l i e s  in s tead  on a  fu n c tio n a l a n a ly s is  o f  th e se  
b eh av io u rs. The r e l i a b i l i ty  o f  in d iv id u a l s t a f f  r e p o r ts  cou ld  be checked 
a g a in s t th e  independent assessm en t o f  c l ie n ts  by a  second s t a f f  member 
and th e  acc u racy  o f  s t a f f  r e p o r ts  could  be checked u sin g  d i r e c t  c l ie n t  
o b se rv a tio n .
The p re se n t s tu d y  in d ic a te s  th a t  th e  fu n c tio n a l a n a ly s is  o f  r e p e t i t iv e  
a c t iv i t i e s  needs to  e s ta b l is h  w hether th e  m ain tain ing  consequences o f  
the  behav iour a re  sen so ry  o r  s o c ia l .  Guess and C arr (1991) p ropose  th a t  
s e lf - s t im u la to ry  r e p e t i t iv e  behav iours  a c t  a s  a  hom eostatic  mechanism 
f o r  m odulating a ro u s a l in resp o n se  to  changing lev e ls  o f  environm ental
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s tim u li. A review  by Mace (1987) re p o rte d  in c reased  s te re o ty p y  by people 
w ith lea rn in g  d is a b i l i t ie s  under co n d itio n s  o f  bo th  h igh  and low 
s tim u la tio n . This in d ic a te s  th a t  a  thorough fu n c tio n a l a n a ly s is  o f
r e p e t i t iv e  a c t iv i t ie s  which a re  found to  be m aintained by sen so ry  
consequences shou ld  examine th e  impact o f  n o n -co n tin g en t environm ental
s tim u li on th e  freq u en cy  o f  th e  behaviour.
Less s e v e re ly  le a rn in g -d isa b le d  c l ie n ts  may be ab le  to  g ive  su b je c tiv e  
in fo rm ation . In  th e se  c a se s  i t  w ill be im portant to  e s ta b l is h  whether
th e  meaning a t t r ib u te d  to  the  behav iour by s t a f f  d i f f e r s  from  th a t  which 
is  a t t r ib u te d  by c l ie n ts  them selves. Where c l ie n ts  a re  ab le  to  re p o r t  
th e i r  su b je c tiv e  experiences i t  w ill be p o ss ib le  to  e s ta b l is h  whether
th e ir  r e p e t i t iv e  a c t iv i t ie s  a re  a  m a n ife s ta tio n  o f  obsessive-com pu lsive  
d iso rd e r .
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APPENDIX 1
SCREENING SCHEDULE FOR AUTISTIC BEHAVIOUR
( MRC Handicap Behaviour and S k ills  )
Section 5 - Repetitive Activities
1. R epetitive  Body Movements
2. R epetitive  M anipulation o f  O bjects
3. S k ilfu l R epetitive  A c tiv itie s
4. Routines /  R itu a ls
5. D islike  o f  Change in  Routine /  Environment
A -  1
A -  1
A - 1
1. Repetitive Body Movements
Does h e /sh e  show any o f  th e  behav iours l i s te d  below, more th an  normal 
age p ee rs  ?
a . Jumping
b. Unusual movements o f  hands o r  arm s, e .g .  f la p p in g
c . Spinning
d. T ip -to e  walking
e. Se I f - in ju r io u s  movements such  a s  eye-poking , w ris t o r  hand b itin g , 
c h e s t banging
f .  O ther odd bod ily  movements, e .g . ro ck in g , p o s tu rin g
R atings
0 Marked (o ccu rs  d a ily )
1 Minor (o ccu rs  le s s  than  d a ily )
2. Repetitive Manipulation of Objects
Does h e /sh e  show any o f  the  behav iours l i s te d  below in a  r e p e t i t iv e  way?
a. F lick in g  th in g s  lik e  p ieces  o f  s t r in g  /  s t ic k s
b. Tapping two o b je c ts  to g e th e r
c. R olling o b je c ts  between f in g e rs
d. Pushing o b je c ts  to  and f r o  w ithout any r e a l  p re ten d  p lay
e. Tw isting and tu rn in g  o b je c ts  in hands
f .  Gazing a t  lig h ts
g. L isten in g  to  sim ple sounds
h. Feeling  s u r fa c e s
i. Mouthing o b je c ts
j .  O ther r e p e t i t iv e  use  o f  o b je c ts  o r  sen so ry  s tim u li
R atings
0 Marked (o ccu rs  d a ily )
1 Minor (o ccu rs  le ss  than  d a ily )
A -  2
3. Skilful Repetitive Activities
Does h e /sh e  have any re p e t i t iv e  a c t iv i ty  re q u ir in g  some s k i l l ?
Examples
a. A rranging o b je c ts  in  lin e s  /  p a tte rn s
b. ‘C o lle c tin g ’ any type o f  o b je c t f o r  no ap p a re n t purpose
c. Copying e x tra c ts  from  ca ta lo g u es
d. In ten se  in te r e s t  in  ta lk in g  abou t a  s p e c if ic  s u b je c t o r  perso n
e. L isten in g  to  re c o rd s  and c a s s e t te s  over and over ag a in
f .  F a sc in a tio n  with t r a in  tim etab les
g. C a lcu la tio n s  o f  ca le n d a r d a te s
h. O bserving and /  o r  no ting  c a r  number p la te s
R atings
0 Marked (o ccu rs  d a ily )
1 Minor (o ccu rs  le ss  than  d a ily )
4. Routines / Rituals
Does h e /sh e  have some sp e c ia l r o u t in e / r i tu a l  which h e /sh e  has invented?
Examples
a. Tapping on c h a ir  b e fo re  s i t t in g  down
b. S tanding  up and tu rn in g  round se v e ra l tim es d u ring  each  meal
c. In ten se  attachm ent to  one p a r t ic u la r  to y  o r  o b je c t which is  c a r r ie d  
everywhere
R atings
0 Marked (o ccu rs  d a ily )
1 Minor (o ccu rs  le ss  than  d a ily )
A -  3
5. D islike  o f Change in  Normal Routine /  Environment
I s  h e /sh e  abnorm ally d is tr e s s e d  i f  everyday ro u tin e s  a re  changed?
Examples
a . Sequence o f  d re s s in g
b. S it t in g  in  same c h a ir  a t  ta b le
c . Route taken  to  fa m ilia r  p laces
d. Arrangements o f  ornam ents o r  f u rn i tu re
e. A d e ta ile d  bedroom r i t u a l
R atings
0 Marked (o ccu rs  d a ily )
1 Minor (o ccu rs  le ss  than  d a ily )
A -  4
APPENDIX 2
STAFF INTERVIEW - INFORMATION
S ta f f
T itle  :
F a c i l i ty  :
Time known c l ie n t
C lien t
Name :
Age :
Date o f  B irth  
Sex :
Res idence : Name :
Number o f  re s id e n ts  : 
Length o f  re s id en ce  : 
R ese ttled  from h o s p ita l  : Y /  N
Day placem ent : S essio n s p e r week
M edication ( f o r  ta rg e t  behaviour ) :
Repetitive Activities
Number :
D esc rip tio n  o f  most f re q u e n tly  observed  behav iour
Time sp en t d a ily  : 1. le ss  th an  15 minutes
2. 1 5 - 3 0  minutes
3. 30 minutes -  1 hour
4. 1 -  3 hours
5. more than  3 hours
Date o f  o n se t ( i f  known )
A — 6
APPENDIX 3
Adapted from  Durand and Crimmins (1984)
MOTIVATION ASSESSMENT SCALE
C lie n t’ s  name
Date
B ehaviour D escrip tio n
R ating  S cale  :
Never Almost
never
Seldom H alf the 
time
U sually Almost
always
Always
QUESTIONS
1. Would th is  behav iour o ccu r con tin u o u sly  
i f  your c l ie n t  was l e f t  a lone f o r  long 
p e rio d s  o f  time, e .g . one hour ?
RATING
0 1 2 3 4 5 6
2. Does th is  behav iour o ccu r fo llow ing  a  
command to  perform  a  d i f f i c u l t  ta sk  ?
0 1 2 3 4 5 6
3. Does th is  behav iour o ccu r when you a re  
ta lk in g  to  o th e r  persons in  th e  room ?
0 1 2 3 4 5 6
4 . Does th is  behav iour ever o ccu r to  ge t 
an  o b je c t o r  food  th a t  he o r  she  has 
been to ld  th a t  he o r  she c a n ’ t  have ?
0 1 2 3 4 5 6
5 . Does th is  behav iour o ccu r rep ea ted ly  
over and over in the  same way ?
0 1 2 3 4 5 6
A - 7
6. Does th is  behav iour o ccu r when any 
re q u e s t is  made o f  your c l ie n t  ?
0 1 2 3 4 5 6
7 . Does th is  behav iour o ccu r whenever you 
s to p  a tte n d in g  to  him o r  h e r ?
0 1 2 3 4 5 6
8. Does th is  behav iour o ccu r when you take  
away a  f a v o u r ite  o b je c t o r  food  ?
0 1 2 3 4 5 6
9 . Does i t  app ea r to  you th a t  he o r  she 
en joys perform ing  th is  behav iour and 
would con tinue  even i f  no-one was 
around  ?
10. Does your c l ie n t  seem to  do th is  
behav iour to  u p se t o r  annoy you when 
you a re  try in g  to  g e t him o r  her to  do 
what you ask  ?
11. Does your c l ie n t  seem to  do th is  
behav iour to  u p se t o r  annoy you when 
you a re  n o t paying a t te n tio n  to  him 
o r  h e r  ?
12. Does th is  behav iour s to p  o ccu rrin g  
s h o r t ly  a f t e r  you g ive your c l ie n t  
th e  o b je c t/fo o d  he o r  she has req u es ted  ?
13. When th is  behav iour is  o ccu rrin g , does 
your c l ie n t  seem unaware o f  any th ing  
e lse  going on around him o r  her ?
1 4 .Does th is  behav iour s to p  o ccu rrin g  
s h o r t ly  (1 -5  m inutes) a f t e r  you s to p  
working o r  making demands o f  him o r  h e r ?
1 5 .Does he o r  she seem to  do th is  
behav iour to  g e t you to  spend time with 
him o r  h e r ?
16. Does th is  behav iour seem to  o ccu r when 
your c l ie n t  has been to ld  th a t  he o r  she 
c a n ' t  do som ething they  had wanted to  ?
0 1
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